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Th is t h a s i s r ep resen t s an a t t e m p t to unders tand someth ing o f the 
many and v a r i e d needs o f f a m i l i e s wh ich have a handicapped c h i l d and to 
e x p l o r e p o s s i b l e ways i n wh ich those needs m igh t be met , c o n s i d e r i n g , i n 
p a r t i c u l a r , the c o n t r i b u t i o n o f s o c i a l wo rk . Throughout , i n making 
assessments and av /a lua t ions o f p r o f e s s i o n a l pe r fo rmance , i t draws 
e x t e n s i v e l y upon the pa ren t o r the consumer v i e w p o i n t . 
The r e s e a r c h p r o j e c t f a l l s i n t o t h ree p a r t s . The f i r s t s tage i s an 
e x p l o r a t i o n o f the c u r r e n t s i t u a t i o n . D e t a i l s o f a l l the f a m i l i e s i n 
P lymouth C i t y which had a handicapped c h i l d were card indexed and then an 
app rox ima te q u a r t e r sample was made. Th is c o n s t i t u t e d the C o n t r a s t Group. 
S i x t y f a m i l i e s were i n t e r v i e w e d p e r s o n a l l y w i t h a r e s e a r c h q u e s t i o n n a i r e 
and wherever p o s s i b l e the i n t e r v i e w was tape r e c o r d e d . From these pa ren ts 
was l e a r n e d much about the e x i s t i n g p r o v i s i o n and the a reas where 
improvements i n the s e r v i c e s were needed. The second s tage was to i m p l e -
ment some o f the pa ren ts recommendat ions toge the r w i t h more r e c e n t c o n -
c e p t u a l i s a t i o n conce rn ing sys tems, c r i s i s , l o s s and bereavement w i t h 
a n o t h e r g roup o f p a r e n t s . Th i s compr ised a l l those f a m i l i e s w h i c h , d u r i n g 
one twe lve month p e r i o d i n one p a e d i a t r i c depar tment had e i t h e r a h a n d i -
capped baby or a c h i l d who a t a l a t e r s tage was subsequen t l y d iagnosed as 
b e i n g hand icapped. These f a m i l i e s formed the E x p e r i m e n t a l Group. The 
t h i r d s tage o f the p r o j e c t was an e v a l u a t i o n o f the expe r ience w i t h these 
p a r e n t s a year a f t e r t h e i r f i r s t c o n t a c t w i t h the h o s p i t a l , a g a i n u s i n g 
the r e s e a r c h q u e s t i o n n a i r e and tape r e c o r d i n g the i n t e r v i e w . The f i n d i n g s 
o f the two su rveys a r e . p r e s e n t e d c o m p a r a t i v e l y and some d e d u c t i o n s made 
abou t t h e i r i m p l i c a t i o n s f o r s o c i a l work p r a c t i c e . 
The whole p r o j e c t i s concerned w i t h e x p l o r i n g a s o c i a l p rob lem, 
d e v e l o p i n g some i n n o v a t o r y ways o f p r a c t i c i n g s o c i a l work which m igh t 
make i t more e f f e c t i v e , and c o l l e c t i n g data to ex tend the p r o f e s s i o n a l 
11 
knowledge base and e x p e r t i s e i n t h i s a r e a . i t r e p r e s e n t s an a t t e m p t 
to p u t i n t o p r a c t i c e some o f the t h e o r e t i c a l u n d e r p i n n i n g o f an 
I n t e g r a t e d Approach dependent upon systems t h i n k i n g , and to e v a l u a t e 
the p o s s i b i l i t i e s and p o t e n t i a l o f t h i s as a way o f d o i n g s o c i a l work , 
p a r t i c u l a r l y i n c o n n e c t i o n w i t h i r r e v e r s i b l e c o n d i t i o n s . 
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CHAPTER 1 
I n t r o d u c t i o n 
"The h a l l m a r k o f a good theory i s i t s c a p a c i t y to p r e d i c t the 
outcome o f any a c t i o n , " 
E i l e e n Younghusband, 
Th is i s a p r o j e c t abou t a problem and a p r o f e s s i o n . The problem 
i s hav ing a handicapped c h i l d ; the p r o f e s s i o n i s s o c i a l uiork« In 
the pas t the re do no t seem to have been s t r o n g l i n k s be tueen the tuo, 
so t h i s i s an i n v e s t i g a t i o n i n t o the na tu re o f the prob lem and whether 
o r n o t the r e t h i n k i n g c u r r e n t l y go ing on i n s o c i a l wcrk may be l e a d i n g 
towards p r o f e s s i o n a l a c t i v i t y more geared to meet ing the needs o f 
c h r o n i c c o n d i t i o n s . The main proDlems o f contemporary s o c i a l uo r k a re 
the u n c e r t a i n t y about method, abou t i n t e l l e c t u a l f o u n d a t i o n s and about 
s o c i a l r o l e s and f u n c t i o n . 
THE PROBLEM 
A handicapped c h i l d c o u l d be born i n t o any f a m i l y . The odds o f 
t h i s happening are the same f o r the a r i s t o c r a c y as f o r the w o r k i n g 
c l a s s , f o r i n t e l l e c t u a l pa ren t s and f o r the l a s s a b l e , f o r w h i t e people 
o r f o r c o l o u r e d , and a l t h o u g h the r i s k i n c r e a s e s as a mother g e t s 
o l d e r , young coup les a l s o g i v e b i r t h to c h i l d r e n who are i m p a i r e d . I t 
i s a r i s k f o r the whole p o p u l a t i o n t h a t a p p r o x i m a t e l y 3 i n every 100 
c h i l d r e n born w i l l be i m p a i r e d and t h i s means t h a t t h e r e i s a l i k e l i -
hood t h a t the f a m i l y o f every one o f these c h i l d r e n w i l l be a h a n d i -
capped f a m i l y . No mat te r how easy the c h i l d i s to manage or how much 
he i s l oved and accepted by the f a m i l y , h i s a r r i v a l w i l l comp le te l y 
a l t e r t h e i r whole way o f l i f e and c r e a t e problems wh i ch a re ongo ing 
and f a r r e a c h i n g . 
In such v a r i e d backgrounds i t would seem u n l i k e l y t h a t the a r r i v a l 
o f a handicapped c h i l d would c r e a t e s i m i l a r problems i n a l l f a m i l i e s . 
I t i s known t h a t soma p a r e n t s cope and some do n o t , b u t as y e t we have 
l i t t l e e x p l a n a t i o n o f the reasons f o r t h i s . I t m i g h t be t o do w i t h 
some people be ing ab le to manage and hav ing adequate f i n a n c e s , or 
e n j o y i n g secure r e l a t i o n s h i p s w i t h i n the f a m i l y , o r i t m igh t be some-
t h i n g to do w i t h the na tu re o f the hand icap i t s e l f , o r even a com-
b i n a t i o n o f a l l t h r e e . The na tu re o f the problems suggest t h a t i t i s 
an a rea f o r s o c i a l work i n v o l v e m e n t b u t o f what k i n d and when i t i s 
l i k e l y to be most h e l p f u l has perhaps been i n s u f f i c i e n t l y c o n s i d e r e d . 
There i s a w e a l t h o f l i t e r a t u r e i n the med i ca l w o r l d on the 
p rob lems o f hand icap , the e f f e c t upon the f a m i l i e s and the need f o r 
s p e c i a l s k i l l s a t the c r i s i s p o i n t s , p a r t i c u l a r l y the t ime o f t a i l i n g 
p a r e n t s o f t h e i r c h i l d ' s c o n d i t i o n , ( D ' A r c y ( 1 9 6 8 ) , Farber ( 1 9 5 9 ) , 
Hewett ( 1 9 7 0 ) , H a r r i s s o n ( 1 9 7 7 ) , Anderson and Spain ( 1 9 7 7 ) , T i z a r d and 
Grad ( 1 9 6 1 ) , Kaw ( 1 9 7 5 ) , McMichael ( 1 9 7 1 ) , C a r r - a n d Oppa ( 1 9 7 1 ) , 
D r i l l i e n and W i l k i n s o n ( 1 9 6 4 ) . ) I m p l i c i t i n much o f what i s w r i t t e n i s 
a r e c o g n i t i o n t h a t more than c l i n i c a l e x p e r t i s e i s needed and t h a t 
t e n t a t i v e s teps a re be ing taken i n t o the f i e l d o f c a r i n g f o r the whole 
f a m i l y , t r a d i t i o n a l l y the domain o f the s o c i a l work p r o f e s s i o n . As ye t 
va ry l i t t l e i s w r i t t e n abou t s o c i a l work p r a c t i c e w i t h f a m i l i e s o f 
handicapped c h i l d r e n . Papers such as those w r i t t e n by Ine i chen ( 1 9 7 3 ) , 
DcAndrew (1976) tend to be f a c t u a l e n q u i r i e s i n t o f a m i l y d i f f i c u l t i e s 
and a r e n o t p r i m a r i l y concerned w i t h the p r a c t i c e o f s o c i a l work . As 
a p r o f e s s i o n , s o c i a l work seems l a t e e n t e r i n g a f i e l d i n wh ich i t c o u l d 
be expec ted to be w e l l ab l e to c o n t r i b u t e much i n the way o f s k i l l s and 
e x p e r t i s e . 
The reasons f o r t h i s need to be e x p l o r e d were c o n t a i n e d i n the 
r e p o r t o f the U o r k i n g Par ty on T r a i n i n g f o r S o c i a l Work w i t h Handicapped 
People p u b l i s h e d by the C e n t r a l C o u n c i l f o r E d u c a t i o n and T r a i n i n g i n 
S o c i a l Uiork i n 1974 wh ich drew a t t e n t i o n to the low p r i o r i t y o f s o c i a l 
work w i t h peop le who are handicapped and y e t the ev idence g i ven to t h a t 
w o r k i n g p a r t y i n d i c a t e d t h a t tha numbers o f hand icapped people concerned 
and tha c o m p l e x i t y o f the p rob lems , demanded w o r k e r s w i t h good a s s e s s -
ment s k i l l s and the a b i l i t y t o work i n a m u l t i - d i s c i p l i n a r y team. Th is 
need was f u r t h e r demonst ra ted i n the C o u r t R e p o r t ( F i t f o r the F u t u r e . 
Tha Repor t o f the commit tee on C h i l d H e a l t h S e r v i c e s Cmnd. 6684. HM50 
1 9 7 6 ) , p u b l i s h e d two years l a t e r wh ich recommended D i s t r i c t Handicapped 
Teams i n c l u d i n g a s o c i a l worker who had had " s p e c i a l t r a i n i n g i n h a n d i -
capp ing c o n d i t i o n s , t h e i r p rognos i s and t r e a t m e n t and i n p a r t i c u l a r 
wou ld be conve rsan t w i t h the i m p l i c a t i o n s f o r f a m i l y management and 
f u n c t i o n i n g and community i nvo l vemen t and s u p p o r t , " Tha demand f o r 
s o c i a l workers s p e c i a l i s e d i n wo rk i ng i n the area o f handicap was 
becoming i n c r e a s i n g l y w idesp read ; what d i d n o t appear was any c l e a r 
i n d i c a t i o n o f the na tu re o f the s p e c i a l i s a t i o n r e q u i r e d , o r o f the 
p a r t i c u l a r p r o f e s s i o n a l s k i l l s needing to be d e v e l o p e d . There appeared 
to be a v a s t area o f need bu t how i t c o u l d most e f f e c t i v e l y be met 
seemed to be n e g l e c t e d by the s o c i a l work r e s e a r c h e r s , a f a c t h i g h -
l i g h t e d by t h i s C e n t r a l C o u n c i l f o r tha E d u c a t i o n and T r a i n i n g o f 
S o c i a l u/orkers Uiorking Pa r t y R e p o r t . 
THE PROFESSION 
S o c i a l work i s concerned w i t h the i n t e r a c t i o n s between peop le and 
t h e i r s o c i a l e n v i r o n m e n t s , more e s p e c i a l l y when these a f f e c t the a b i l i t y 
o f people to accomp l i sh t h e i r l i f e t a s k s . P r o f e s s i o n a l s o c i a l work 
p r a c t i c e p r o v i d e s a b r i d g e t h a t people may use to f i n d a s o l u t i o n t o , 
o r a l t e r n a t i v e s to a d i s r u p t i v e c o n d i t i o n , and as such i s a means and 
n o t an and i n i t s e l f . 
Perhaps i t was Dr . R i cha rd Cabot who, hav ing h e l d the d i s t i n c t i o n 
o f a p p o i n t i n g the f i r s t s o c i a l worker i n the U n i t e d S t a t e s , f i r s t threw 
down the g a u n t l e t to the p r o f e s s i o n to a r t i c u l a t e i t s s k i l l s more 
c l e a r l y . He w ro te i n 1 9 0 9 : -
"Even now I t h i n k t h a t the v a l u e o f the s o c i a l worker 
and h i s proper r e c o g n i t i o n a re c o n s i d e r a b l y l i m i t e d 
by the f a c t t h a t ho canno t r e c o g n i s e h i m s e l f o r t e l l 
you what the va lue o f h i s p r o f e s s i o n i s . Ha i s an 
e x p e r t . But i n what i s he an e x p e r t ? What i s h i s 
s p e c i a l f i e l d o f knowledge or s k i l l ? " 
Th is p r o j e c t may be seen as an a t t e m p t to respond to D r . C a b o t ' s 
c h a l l e n g e i n the l i g h t o f new c o n c e p t u a l deve lopments i n the i n t e r -
v e n i n g y e a r s . 
A t the end o f a c e n t u r y o f p r o f e s s i o n a l deve lopment s o c i a l work 
has tended to become compar tmen ta l i sed i n t o the t r i a d o f methods known 
as casework, s o c i a l groupwork and community wo rk , and p a r t i c u l a r 
approaches w i t h i n each o f these such as c r i s i s i n t e r v e n t i o n or task 
c e n t r e d work a re sometimes accepted as dominant o r even e x c l u s i v e ways 
o f work ing ,Over the years t hese d i v i s i o n s have been f u r t h e r compounded 
by the assumpt ion o f emp loy ing a g e n c i e s , and the s o c i a l wo rke rs them-
s e l v e s , t h a t one method w i l l be used, a l t h o u g h i n p r a c t i c e s o c i a l 
wo rke rs have l o n g engaged i n a v a r i e t y o f a c t i v i t i e s beyond the bound-
a r i e s o f the method i n wh ich they were employed. A d d i t i o n a l d i v e r s i t y 
to t h i s was c r e a t e d by s o c i a l work e v o l v i n g and be ing d e s c r i b e d i n 
terms o f i t s v a r i o u s f i a l d s o f p r a c t i c e r a n g i n g from c h i l d care to 
men t a l h e a l t h * 
Theories o f casauork, groupwork and community work are abundantly 
i n evidence b u t there i s very l i t t l e theory o f s o c i a l work. I t may be 
t h a t i n the wide v a r i e t i e s o f s o c i a l work s e t t i n g s i t i s u n r e a l i s t i c 
even t o consider such a t h i n g as s o c i a l work t h e o r y , y e t i f there i s 
such a t h i n g as generic s o c i a l biork i t needs to have- u n d e r p i n n i n g from 
an a l l - e m b r a c i n g t h e o r e t i c a l framework. 
I t c o u l d be argued, then, t h a t s o c i a l uork began as a c o l l e c t i o n 
o f s p e c i a l i s a t i o n s and was to be over-'>specialised l o n g before i t sought 
to become a p r o f e s s i o n . But a l o n g s i d e the d i v e r g e n t development i n 
p r a c t i c e , and endemic to the p r o f e s s i o n throughout i t s h i s t o r y , there 
has been a s t r o n g c a l l f o r more convergence i n c o n c e p t u a l i s a t i o n which 
u l t i m a t e l y w i l l bear upon p r a c t i c e . Mary Richmond wrote i n 1917: 
"The d i v i s i o n o f s o c i a l work i n t o departments and 
s p e c i a l i t i e s was b o t h a convenience and a n e c e s s i t y ; 
fundamental resemblance remained, however " 
She a l s o wrote l a t e r : 
" I have spent 25 years o f my l i f e i n an a t t e m p t 
to get s o c i a l casework accepted as a v a l i d process 
o f s o c i a l work. Now I s h a l l spend the r e s t o f my 
l i f e t r y i n g to demonstrate to s o c i a l caseworkers 
t h a t there i s more to s o c i a l work than s o c i a l 
casework." 
Richmond (1922) 
I t was a thought which f i f t y years a f t e r w a r d s was to be r e f l e c t e d 
i n t h i s country i n the Report o f the Committee on L o c a l A u t h o r i t y and 
A l l i e d Personal S e r v i c e s , more commonly known as the Seebohm Report, 
o f 1968: 
'* the d i v i s i o n s between d i f f e r e n t methods are 
as a r t i f i c i a l as the d i f f e r e n c e s between v a r i o u s forms 
of casework - - i n h i s d a i l y work the s o c i a l worker 
needs a l l these methods to enable him to respond 
a p p r o p r i a t e l y t o s o c i a l problems which i n v o l v e 
i n d i v i d u a l , f a m i l y , group and community a s p e c t s . " 
(Report o f the Committee on L o c a l A u t h o r i t y 
and A l l i e d Personal Services H.n.S.C. 1968) ' 
The c l e a r i m p l i c a t i o n o f Seebohm was t h a t s o c i a l work p r a c t i c e 
needed to change. Services p r o v i d e d by s o c i a l workers should be b a t t e r 
i n t e g r a t e d than they had been h i t h e r t o ; s o c i a l problems needed to be 
p e r c e i v e d i n more h o l i s t i c terms. 
In no f i e l d c o u l d t h i s be more t r u e than i n the case o f h a n d i -
capped c h i l d r e n . I t was an area o f s e r v i c e d i v i d e d awkwardly between 
e d u c a t i o n , h e a l t h and s o c i a l s e r v i c e s i n the s t a t u t o r y s e c t o r , and 
shared among a v a r i e t y o f v o l u n t a r y s e r v i c e s formed to generate concern 
f o r the needs associated w i t h s p e c i f i c d i s a b i l i t i e s , (Sainsbury 1977). 
I n t r y i n g t o understand the h i s t o r i c a l gap between the problem and the 
p r o f e s s i o n i t i s im p o r t a n t to recognise t h a t the problem had not been 
c l e a r l y i d e n t i f i e d w i t h a department i n which the s o c i a l workers were 
p r i n c i p a l l y employed. Although the C h r o n i c a l l y S i c k and Dis a b l e d 
Person Act o f 1970 r e q u i r e d a l o c a l a u t h o r i t y to i d e n t i f y and compile 
a r e g i s t e r o f the d i s a b l e d persons w i t h i n i t s area i t d i d not f o l l o w 
t h a t those parsons were o f f e r e d a s o c i a l work s e r v i c e . L i k e wise the 
r e o r g a n i s a t i o n i n l o c a l a u t h o r i t i e s r e s u l t i n g from the Lo c a l A u t h o r i t y 
S o c i a l Services Act o f 1970 which drew togethe r s o c i a l work s k i l l s i n 
c h i l d care, h e a l t h and w e l f a r e might have been expected to c r e a t e an 
improved s e r v i c e f o r the handicapped c h i l d , y e t , i f a n y t h i n g , the problem 
g o t b u r i e d i n the post Seebohm l a n d s l i d e o f increased r e s p o n s i b i l i t y by 
l o c a l a u t h o r i t y s o c i a l workers f o r a l l c l i e n t groups. 
The Seebohm Report came a t a time when there was a tremendous upsurge 
o f i n t e r e s t by the s o c i a l work t h e o r i s t s i n the inadequacies of s o c i a l 
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work p r a c t i c e . In the e a r l y 1970s there were many p u b l i c a t i o n s , mostly 
i n the United States o f America u r g i n g the p r o f e s s i o n towards new ways 
of c o n c e p t u a l i s i n g p r a c t i c e t h a t would p r o v i d e a common core o f p r i n c i p l e s 
which c o u l d be used by a l l s o c i a l workers i n d e a l i n g w i t h a l l problems 
i n a l l s i t u a t i o n s . ( G o l d s t e i n (1973 ), Kahn (197 3), M ullen, Oumpson (1972), Pincus 
and Minahan (1973), niddleman andGoldberg, (1974^ U h i t t a c k e r ( i 9 7 A ) . ) 
To t h i s end s o c i a l systems theory i s i n c r e a s i n g l y being p u t forward 
as a p o s s i b l e model to understand the range o f s o c i a l work methods. At 
the moment i t i s l i t t l e more than a co n c e p t u a l framework w i t h i n which 
the m u l t i - d i m e n s i o n a l q u a l i t i e s o f s o c i a l r e l a t i o n s can be s t u d i e d , b ut 
i f i t can hel p s o c i a l workers to make sense o u t o f i n t e r a c t i o n s which 
p r e v i o u s l y have been ig n o r e d or have d e f i e d a n a l y s i s , i t i s w o r t h ex-
p l o r i n g d e s p i t e the f a c t t h a t i t i s recognised t o be a theory a t a hi g h 
l e v e l o f a b s t r a c t i o n . 
GENERAL SYSTEMS THEORY 
General systems theory i s the t e r m i n o l o g y used by von B e r t a l a n f f y 
(1971) t o i d e n t i f y a way o f a n a l y s i n g complex s i t u a t i o n s o f i n t e r a c t i o n 
i n which 'the whole i s more than a sum o f the p a r t s ' . I t i s conceived 
as a general science o f 'wholeness'. Warren Weaver w r i t i n g i n Science 
and Complexity i n 19A8 s a i d , " C l a s s i c a l science was concerned e i t h e r 
w i t h l i n e a r c a u sal t r a i n s i . e . tbto v a r i a b l e problems, or el s e u i i t h 
unorganised complexity .. I n modern phy s i c s and b i o l o g y , problems o f 
or g a n i s e d c o m p l e x i t y , i . e . i n t e r a c t i o n o f a l a r g e but i n f i n i t e number 
o f v a r i a b l e s are popping up everywhere and demand new conceptual t o o l s . " 
B e r t a l a n f f y m i r r o r s t h i s view i n h i s book when he w r i t e s , "flany problems, 
p a r t i c u l a r l y i n b i o l o g y and the b e h a v i o u r a l and s o c i a l sciences are 
e s s e n t i a l l y m u l t i v a r i a b l e problems f o r which new conc e p t u a l t o o l s are 
needed." His General Systems Theory emerged o u t o f the need f o r new 
c o n c e p t u a l t o o l s ; i t i s an a t t e m p t to e x p l a i n and c o n c e p t u a l i s e the 
c o m p l e x i t y o f dynamically i n t e r a c t i n g v a r i a b l e s t h a t a f f e c t l i v i n g 
organisms whatever the nature o f t h e i r component p a r t s and the r e l a t i o n -
s h i p between them. He d e f i n e s a system as being "an organised or complex 
u h o l e , an assemblage or combination o f t h i n g s or p a r t s forming a complex 
or u n i t a r y whole." I t i s i m p o r t a n t t o reco g n i s e t h a t these component 
p a r t s have a t t r i b u t e s and t h a t t h e i r r e l a t i o n s h i p s t i e the system 
t o g e t h e r and thereby e s t a b l i s h an environment which has a c l e a r l y 
r e c o g n i s a b l e boundary. I t i s not a u n i f i e d body o f knowledge b u t a way 
o f l o o k i n g a t o b j e c t s i n i n t e r - r e l a t i o n and as such may be a t t r a c t i v e 
t o those who work i n s o c i a l s i t u a t i o n s . 
Of the s e v e r a l c h a r a c t e r i s t i c s which are c e n t r a l to systems 
t h i n k i n g there are perhaps f i v e p r o p e r t i e s which heve the most s i g n i f -
i c a n ce f o r a s o c i a l work c o n t a x t : -
( 1 ) S o c i a l systems are open systems 
Open systems m a i n t a i n themselves by i m p o r t i n g and e x p o r t i n g energy, 
by c o n s t a n t l y exchanging m a t e r i a l w i t h t h e i r environment* . A closed 
system has no environment, i s i s o l a t e d and i s the domain o f the 
t r a d i t i o n a l p h y s i c a l sciences a t the o t h e r end o f the continuum. 
"Open systems m a i n t a i n themselves i n a f a n t a s t i c a l l y improbable 
s t a t e , preserve t h a i r o r d er i n s p i t e o f c o n t i n u o u s i r r e v e r s i b l e 
processes and even proceed toward ever h i g h e r d i f f e r e n t i a t i o n s . " 
( B e r t a l a n f f y 1971). They are dynamic and the p r o p e r t y o f every 
l i v i n g organism. 
The s i g n i f i c a n c e o f t h i s f o r s o c i a l work p r a c t i c e i s i n the i n t e r -
r e l a t i o n s and t r a n s a c t i o n s between the systems. Not o n l y i s there 
c o n t i n u o u s interchange o f energy w i t h the environment but t h i s i s 
v i t a l a c t i v i t y f o r tha system^ c o n t i n u e d e x i s t e n c e throughout l i f e . 
An open system i s u t i l i s i n g energy d i r e c t e d by the s o c i a l worker and 
drawn from resources such as information, knowledge and s k i l l s , to 
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e l a b o r a t e a change i n i t s s t r u c t u r e t o f i t a more complex l e v e l . 
Uihen a breakdown occurs and a problem i s brought t o the a t t e n t i o n 
o f the s o c i a l worker i t i s viewed as a system d i s t u r b a n c e r a t h e r 
than a l o s s o f a s i n g l e d i s c r e t e f u n c t i o n . I n v e s t i g a t i o n o f the 
c o n f i g u r a t i o n systems which impinge upon the c l i e n t system may 
then i n d i c a t e where the most e f f e c t i v e i n t e r v e n t i o n can be made to 
generate the necessary i n p u t s t o combat the d i s t u r b a n c e . 
( 2 ) S o c i a l systems need energy to s u r v i v e 
"No s o c i a l s t r u c t u r e i s s e l f - s u f f i c i e n t or s e l f - c o n t a i n e d . " (Katz 
and Kahn (1969 ) . A system i s dependent on a steady i n f l o w o f 
s t i m u l a t i o n from i t s e x t e r n a l environment which i s c a l l e d energy. 
This energy i s transformed by the open system and absorbed, a 
process known as throughput, or by a process c a l l e d o u t p u t , energy 
o f any k i n d may bo generated from w i t h i n the system as a r e s u l t o f 
the systems r e a c t i o n to energy i n p u t . 
Some o f the energy e s s e n t i a l to the s u r v i v a l o f a system may be 
c a r r i e d from the e x t e r n a l environment by the s o c i a l worker. A 
systemic d i s t u r b a n c e may causa some i n t e r f e r e n c e w i t h the normal 
steady i n f l o w o f energy, or w i t h the i n t e r n a l g e n e r a t i n g o f energy 
and i t i s i m p o r t a n t t o r e - e s t a b l i s h the energy f l o w l i n e s . To some 
e x t e n t t h i s i s dependent upon the s o c i a l worker understanding the 
v a r i o u s i n f o r m a t i o n l i n k s , i n p u t , t h roughput and o u t p u t t h a t 
o p e r a t e w i t h i n t h a t p a r t i c u l a r system, and then being able to 
r e v i t a l i s e them by making l i n k s to a d d i t i o n a l energy sources. 
(3 ) Open systems may be goal d i r e c t e d 
A goal-seeking system i s one t h a t can respond d i f f e r e n t l y to one 
or more e x t e r n a l or i n t e r n a l s t a t e s . I t s behaviour i s responsive 
r a t h e r than r e a c t i v e and so has a c h o i c e o f behaviour. At i t s 
s i m p l e s t the goal may be merely the maintainance o f homeostasis. 
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a homaostatic system being one t h a t r e t a i n s i t s s t a t e i n a changing 
environment by making i n t e r n a l a djustments. I n mora advanced systems 
tha term homeostasis may be replaced by the concept o f 'steady s t a t e ' 
a term which B e r t a l a n f f y gave to the process whereby continuous decay 
and s y n t h e s i s i s so r e g u l a t e d t h a t the organism i s maintained and 
developed. I t i s d i f f e r e n t from a homeostatic s t a t e i n t h a t not only 
i s tha system maintained b u t work i s a l l o w e d to be done and growth 
to take p l a c e . I t i s not a s t a t e o f e q u i l i b r i u m b u t ona i n which 
some degree o f t e n s i o n i s a permanent f e a t u r e . 
Uhen systems are g o a l - d i r e c t e d the same goa l may be achieved from 
d i f f e r e n t i n i t i a l c o n d i t i o n s and along d i f f e r e n t pathways, a 
c h a r a c t e r i s t i c known as e q u i f i n a l i t y . 
Sinca behaviour o f the system i s recognised as b e i n g responsive, 
than a s o c i a l worker may become the key person i n managing the 
planned s o c i a l change necessary to achieve a t l e a s t homeostasis, 
'iihen one o b j e c t i v e has been met another i s immediately s e t so t h a t 
the system not only m a i n t a i n s i t s e l f b ut e l a b o r a t e s and d i f f e r -
e n t i a t e s towards a steady s t a t e . A s o c i a l systems model approach, 
by i m p l i c a t i o n i s problem c e n t r e d ; the problem i s l o c a t e d i n i t s 
r e l a t e d s o c i a l environment and p o i n t s o f i n t e r v e n t i o n most amenable 
to e f f e c t i v e planned change can be i d e n t i f i e d . The v a r i o u s ways 
i n which change can be achieved to solve ona p a r t i c u l a r problem 
r e q u i r e the s o c i a l worker to be conversant w i t h a s e r i e s o f p o s s i b l e 
goal d i r e c t e d a c t i v i t i e s . 
(4) Open systems do not run down 
I n c o n t r a s t to a system i n i s o l a t i o n where a l l m otion has coma to 
a permanent s t a t e o f s t a n d s t i l l and no observable events occur, 
open systems r e c e i v e energy from the environment and not o n l y 
m a i n t a i n themselves b u t progress to more advanced s t a t e s . But 
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systems may become t e m p o r a r i l y s e t a p a r t from t h e i r s u s t a i n i n g 
environment by an i n c a p a c i t a t i n g problem and move i n t o a s t a t e o f 
near s t a n d s t i l l . 
I f a problem i s brought t o a s o c i a l worker i t g e n e r a l l y i n d i c a t e s 
t h a t the c l i e n t ' s coping c a p a c i t y i s not r e a c h i n g the goals s e t , 
e i t h e r by h i m s e l f , or by s o c i e t y , and t h a t h i s system i s l a c k i n g 
adequate energy s u p p l i e s . The c o n t a c t w i t h the s o c i a l worker creates 
a temporary system s u p p o r t i n g and s u s t a i n i n g the c l i e n t system and 
thereby a f f o r d i n g a s e c u r i t y w i t h i n which to r e o r g a n i s e and then 
e s t a b l i s h i t s f u n c t i o n i n g . Once t h i s i s achieved, the i n p u t from 
the temporary system may be s a f e l y removed and the c l i e n t system 
c o n t i n u e s to f u n c t i o n as an open one. 
( 5 ) Systems communicate i n t e r n a l l y and w i t h t h e i r environment 
A system i s dependent upon i t s r e l a t i o n s h i p w i t h i t s environment 
f o r i t s e x i s t e n c e . Open systems are dynamic and c o n s t a n t l y i n 
communication, a p r i n c i p l e c e n t r a l to the science o f c y b e r n e t i c s . 
(The word c y b e r n e t i c s comes from the Greek word meaning 'steersman'.) 
Cybe r n e t i c s examines p a t t e r n s o f s i g n a l s by means o f which i n f o r -
mation i s t r a n s m i t t e d w i t h i n a system and from one system to 
another. A c e n t r a l concept o f the theory o f communication and 
c o n t r o l i s t h a t o f feedback. The product which systems e x p o r t i n t o 
the environment f u r n i s h e s the sources of energy f o r the r e p e t i t i o n 
o f c y c l e s o f a c t i v i t y . Any i n t e r f e r e n c e w i t h the feedback loops 
o f a c l i e n t system i s going to i m p a i r t h a t systems f u n c t i o n i n g and 
an i m p o r t a n t r o l e f o r the s o c i a l worker i s to a l l e v i a t e t h i s by 
e x p l o r i n g the communication p a t t e r n s o f the system t h a t are both 
i n t e r n a l and e x t e r n a l . 
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HISTORICAL ASPECTS 
R i g h t from the beginning o f the h i s t o r y o f s o c i a l work there has bean 
a p o l a r i s a t i o n between workers who were concerned w i t h the i n d i v i d u a l and 
sought s o l u t i o n s f o r the s o c i a l problems i n h i s r e f o r m , r e h a b i l i t a t i o n or 
growth, and those who emphasised the s o c i a l s i t u a t i o n as a means to 
procure change i n the i n t e r e s t s o f the i n d i v i d u a l . Sidney and B e a t r i c e 
Webb, S o c i a l reformers a t the t u r n o f the l a s t c e n t u r y are reputed to 
have s a i d t h a t s o c i a l workers spent too l o n g t r y i n g t o drag people out 
of the swamp r a t h e r than d r a i n i n g the swamp, a n o t i o n r e f l e c t e d i n the 
w r i t i n g s o f Hary Richmond:- "The good s o c i a l worker does not go on 
h e l p i n g people o u t o f the d i t c h . P r e t t y soon she begins to f i n d o u t what 
ought to be done to get r i d o f the d i t c h . " ( 1 9 17). 
Gordon-riamilton (1951) f i r s t wrote about the ' p e r s o n - i n - s i t u a t i o n ' 
b u t the p o t e n t i a l o f her theory was not recognised i n the p r a c t i c e o f 
her time which was s t i l l very much enmeshed i n the medical cause and 
e f f e c t view. I t was not u n t i l 1958 when Hearn spent a year e x p l o r i n g 
systems theory and how t h i s c o u l d be b u i l t i n t o a p r o f e s s i o n such as 
s o c i a l work t h a t a t h e o r e t i c a l u n d e r p i n n i n g t o t h i s e a r l i e r t h i n k i n g was 
racogniaed. He p u b l i s h e d h i s f i n d i n g s i n a book Theory B u i l d i n g i n 
S o c i a l Work (1958) but another f i v e years elapsed b e f o r e there was any 
w r i t t e n evidence t h a t c o l l e a g u e s i n the Canadian and American s o c i a l 
work schools were e x p l o r i n g f u r t h e r the g e n e r a l concepts o f systems i n 
which ha had f i r s t s t i m u l a t e d i n t e r e s t . This c u l m i n a t e d i n an i m p o r t a n t 
conference on the s u b j e c t J.n Minneapolis i n 1958 to be f o l l o w e d i n the 
next decade by a s e r i e s o f new t e x t books ( J a n c h i l l (L969X Pincus and 
Minahan(1973i G o l d s t e i n (1973), S i p o r i n (1975) ) and papers ( Vickery( 1974^ 
Baker(1975), Evans(1976), Oavies (1972), Fordor (1976)) each r e f l e c t i n g c l e a r l y 
the i n f l u e n c e o f t h i s approach. However, the use o f systems t h i n k i n g i n 
connection w i t h s o c i a l work remains vary much a theory o f the academic 
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world and l i t t l e tasted out i n p r a c t i c e , Sainsbury (1974) has argued 
that "the systams approach s u f f e r s a t present from being nawly fashion-
able, from the r i s k s of gimmickry and from i t s attendant jargon," and 
neyer (1972) has c a l l e d i t "a pretentious term a t best," C« Ufright 
m i l l s attacked s o c i a l systems theory because i t was so 'grand' as to ba 
obscure and i r r e l e v a n t . Fordar (1976) has s t r e s s e d that i t i s important 
for s o c i a l workers to consider whether i t i s worth t h e i r while to master 
the theory and i t s Jargon when i t i s a t such a high l e v e l of g e n e r a l i t y . 
Ha points out the dangers of being a c l a c t i c and s e l e c t i n g out p a r t s of a 
new modal which seem to be compatible with an e x i s t i n g theory and by 
incorporating a few references to new terminology i t i s made to look 
more up to data. An axaiople of such a c u l p r i t i s M o l l i s who could ba 
accused of trying to leap on the bandwagon i n her. l a t e s t p u blication 
(1970) when she claims that har psychosocial method i s i n f a c t a systams 
approach. An examination of her a a r l i e r w r i t i n g s and a thorough know-
ledge of systams theory would sub s t a n t i a t e a view that they are two 
f a i r l y independent approaches* 
IMPLICATIONS OF SYSTEPIS THEORY FOR SOCIAL UiORK PRACTICE 
Syatama theory has vary d e f i n i t e taroinology • closed and open systems, 
cyber n e t i c s , homeoatasis and steady s t a t e s - and t h i s has meaning to the 
n a t u r a l sciences as w a l l as the s o c i a l s c i e n c e s . One of the arguments 
that could ba put forward i n favour of the use of systems theory i s that 
here I s a terminology which i s meaningful to colleagues i n other 
d i s c i p l i n e s . But there i s a danger for s o c i a l workers i n l i f t i n g terms 
from other theories and than using them to mean s l i g h t l y d i f f e r e n t things, 
understandable only within their own p r o f e s s i o n . They have done i t i n 
the past when for example, some psychoanalytical terminology (e.g. trans-
ference and counter transference) has been incorporated somewhat loo s e l y 
into s o c i a l work practice* They could try to take over the systemic 
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framework and reconceptualise c u r r a n t p r a c t i c e within i t instead of 
converting some of the s o c i a l systaias theory into a s e t of p r i n c i p l e s 
r e l e v a n t to the t y p i c a l tasks of the s o c i a l worker. The t r a n s i t i o n frooi 
l i n e a r to systemic thinking involves fundamental changes i n p r a c t i c e , 
p a r t i c u l a r l y i n the perception of the u n i t of a t t e n t i o n and i n the 
u t i l i s a t i o n of manpower. For example, the person preaenting the problem 
i s not na c e s a a r i l y the most appropriate target for the s o c i a l worker's 
in t e r v e n t i o n nor to be regarded as the c l i e n t . A systems perspective 
allows for viewing the u n i t of a t t e n t i o n w i t h i n the context of a aociety 
where people are highly Interdependent with a l l s o c i a l i n s t i t u t i o n s . I t 
means that the conceptual end a c t u a l boundaries within which the s o c i a l 
work p r a c t i t i o n e r i s employing h i s s k i l l s are expanded* Indeed, there 
i s an argument that i n conceiving s o c i a l work h o l i s t i c a l l y i n ayatenlc 
terms i t bacomea boundary work and the s o c i a l worker's task i s to locate 
where that boundary i s and to help the human systema with which they 
work to regulate how much energy enters and leaves that syatem. 
The multi-variable problems c u r r e n t l y coning the s o c i a l worker's way 
may be too conplex for sone of the old, w e l l - t r i e d , s i n g l e track 
approaches to have much a f f e c t . I t i s debatable whether or not V/erbal 
v e n t i l a t i o n ' or 'talking out' does much to ease the presenting problem, 
although encouragement of t h i s has long been a recognised s o c i a l work 
t a c t i c . However, i n the long tern t h i s verbal v e n t i l a t i o n approach i s 
u n l i k e l y to have much to of f e r that i s seen to be h e l p f u l i n i r r e v e r s -
i b l e s i t u a t i o n s such as a family having a severely handiceppad tsaraber. 
The i m p l i c a t i o n of i t s use i s that the s o c i a l worker would be constrained 
to support the family as i t was, rather than recognising that although 
the handicap I t s a l f cannot be changed, the environment of that handicap 
may w a l l be open to considerable modification. 
^6r 
This invol ves a t r a n s i t i o n from predominantly l i n e a r to more l a t e r a l 
thinking i n that there i s a change i n tha perception of the case or tha 
u n i t of a t t e n t i o n . Linear thinking with i t s cloae analogy to cause and 
e f f e c t l o g i c tenda to see the problem located w i t h i n the family which 
presents i t rather than looking around that s i t u a t i o n a t the f a c t o r s 
which may ba contributing to the d i f f i c u l t i e s . 
I t i s often as important to intervene i n tha s o c i a l and matarial 
anvironsanta of i n d i v i d u a l s and groups of people as i t i s to intervene 
with the people themeelvea. Furthermore i t i s important to recognise 
that there are two parts of the environment i n s o c i a l work, that which 
surrounds tha c l i e n t and that w i t h i n which tha worker operates. Obviously 
tha c l i e n t ' s anvironinent l a more s i g n i f i c a n t but that of the worker has 
u n t i l recently tended to ba ignored with the a f f e c t of making a vacuum 
i n which tha worker e x i s t s . I t follows fron t h i s that while a t tha 
same time making a higher demand for s k i l l s i n communication to be 
developed, the greatest a t t r i b u t e of systemic thinking i s to increase 
the range of p o s s i b i l i t i e s for i n t e r v e n t i o n . This thinking i s basic to 
wha-t i s known as an Integrated or Unitary approach to s o c i a l work. I f 
i t can i n any way f u l f i l that which t h e o r e t i c a l l y i t promises then i t 
would warrant experimentation with some of i t s concepts i n an area of 
work where hitherto the recognised patterna of s o c i a l work inte r v e n t i o n 
appear not to have bean p a r t i c u l a r l y s u c c e s s f u l . 
AN INTIGRATED APPROACH 
An .Integrated approach requires tha p r a c t i t i o n e r to assess problem 
s i t u a t i o n s i n a much wider context and to be prepared to intervene 
outside the c l i e n t system. I t c a l l s for much more a c t i v e l i a i s i n g work 
batwaan c l i e n t groups and s o c i a l organisations and greater s k i l l s i n 
a s s e s s i n g the nature of the expertise needed, and where that may be 
located. 
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Theory i s o n l y u s e f u l to the s o c i a l work p r a c t i t i o n e r i f i t helps 
hioi to organise h i s t h i n k i n g and to keep a b r e a s t w i t h new knowledge. 
T h e r e i s n o t h i n g e s s e n t i a l l y new about the c o n c e p t u a l i s a t i o n s o f an 
I n t e g r a t e d Approach, and the k i n d o f p r a c t i c e i t i s f o s t e r i n g i s 
f a m i l i a r . Where i t does d i f f e r from c u r r e n t p r a c t i c e haa been s t a t e d to 
be i n two i m p o r t a n t r e s p e c t s , t h a t o f c h oice and communication. (Specht 
and Vickery 1977). The way i n which s o c i a l workers jnake choices about 
what to do i n p r o f e s s i o n a l p r a c t i c e w i l l be changed by the increase i n 
the range of p o s s i b i l i t i e s which i s made a v a i l a b l e to them by the higher 
degree o f i n t e g r a t i o n o f knowledge and m u l t i d i s c i p i n a r y work. I t should 
a l s o encourage s o c i a l workers to communicata more w i t h each ot h e r and 
w i t h members o f r e l a t e d d i s c i p l i n e s which i s p a r t i c u l a r l y i m p o r t a n t 
when the care o f the handicapped c h i l d d i v i d e s between h e a l t h and 
e d u c a t i o n as w a l l as the s o c i a l s e r v i c e s . 
A statement o f the purposes o f s o c i a l work i s p r o v i d e d by Pincus 
and Minahan: (1973). 
( a ) to enhance the problem s o l v i n g and c o ping c a p a c i t i e s o f people. 
(b ) to l i n k people w i t h systems t h a t p r o v i d e them w i t h resources, 
s e r v i c e s and o p p o r t u n i t i e s . 
( c ) to promote the e f f e c t i v e and humane o p e r a t i o n o f these systems. 
( d ) to c o n t r i b u t e t o the development and improvamsnt o f s o c i a l 
p o l i c y . 
Again there i s n o t h i n g new i n these purposes and i t would be easy 
to f i n d examples o f w r i t i n g and p r a c t i c e i n the l a s t 100 years or so o f 
s o c i a l work h i s t o r y to i l l u s t r a t e a l l these p o i n t s . What i s new, 
perhaps, i s the acknowledgement t h a t one i n d i v i d u a l p r a c t i t i o n e r may 
now be doing a l l of these t h i n g s and t h a t many more p o s s i b i l i t i e s are 
b e i n g i n c l u d e d and c a l l e d s o c i a l work than has been the case i n the 
p a s t , so i t i s necessary f o r the worker to be aware o f the increased 
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range. As such i t l i n k s w i t h Specht's {,1917) ideas about choice and 
communication. Once the s o c i a l worker has made the l i n k s w i t h people 
w i l l i n g and able to meat h i s c l i e n t ' s needs he can r e l i n q u i s h h i s 
r e s p o n s i b i l i t y . The r o l e o f a c a t a l y s t w i t h i n s o c i e t y would be much 
more p a r t o f the s o c i a l worker's task than ever i t was i n the days o f 
h i s p s y c h s o c i a l f o r b e a r s where the t h r u s t was much more towards i n t e r -
v e n t i o n w i t h the i n d i v i d u a l and very o f t e n i n a l o n g term s u p p o r t i v e 
way because n o t h i n g was b e i n g changed, A s o c i a l worker approaching the 
f i e l d o f care o f the handicapped c h i l d w i t h such a p e r s p e c t i v e w i l l be 
engaged i n c r e a t i n g a network o f smoothly o p e r a t i n g s e r v i c e s o f which 
he may, or may n o t , choose t o be a p a r t . 
S i m i l a r l y the study, d i a g n o s i s and treatment t e r m i n o l o g y o f the 
m e d i c a l modal o f casework i s b e i n g dropped to be r e p l a c e d by a method-
o l o g y based on problem s o l v i n g * Perlman has w r i t t e n t h a t r a t h e r than 
t r y i n g to f i t knowledge and p r a c t i c e i n t o t r a d i t i o n a l boundaries, what 
i s to be known needs to be r o o t e d i n tha k i n d s o f problems t h a t need to 
ba s o l v e d , 
"naybe the way to go about i d e n t i f y i n g s o c i a l work 
p r a c t i c e a c t i v i t i e s i s n o t w i t h i n the t r a d i t i o n a l 
boundaries o f casework, groupwork and community 
work a t a l l , b u t across l i n e s , by a s k i n g o u r s e l v e s 
what kinds o f problems c a l l f o r kinds o f s e r v i c e 
and a c t i o n s . I t i s p o s s i b l e t h a t the weys wa 
perceive a s i t u a t i o n , d e f i n e i t and go about 
t r e a t i n g i t are shaped by the p a r t i c u l a r methods 
i n which we have a l l e g i a n c e or i n which we have 
s k U l , " 
Some o f t h i s t h i n k i n g i s developed f u r t h e r by Jones (1975) i n h i s 
i d e a s o f b r i d g i n g concepts. This i s the grouping t o g e t h e r o f "what 
would t r a d i t i o n a l l y be c a l l e d methods and c l i e n t groups under two 
heads i n such a way t h a t e x c l u s i v e boundaries o f methods or i n a p -
p r o p r i a t e c a t e g o r i s i n g o f c l i e n t s are transcended w i t h o u t n e c e s s a r i l y 
l o s i n g tha s p e c i f i c s k i l l areas". (P.46). As an example he takes 
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' d i s a b i l i t y ' which e t y m o l o g i c a l l y r e f e r s to a l a c k o f power and which 
he l o o k s a t w i t h i n the c o n t e x t o f the s o c i a l f u n c t i o n i n g modal o f l i f e . 
I n t h i s i n t e r p r e t a t i o n , ' d i s a b i l i t y ' i s the person's l a c k o f power f o r 
s a t i s f y i n g l i v i n g and as such has much wider c o n n o t a t i o n s f o r s o c i a l 
work p r a c t i c e than i t s more t r a d i t i o n a l p h y s i c a l aspects. I t r e q u i r e s 
t h a t the i n d i v i d u a l i s seen i n as much o f h i s wholeness as p o s s i b l e , as 
a b i o p s y c h o s o c i a l being. 
I n e v i t a b l y there w i l l be i n c o n s i s t e n c y i n s o c i a l work, "Incon-
s i s t e n c y i s simply a hidden awareness o f the c o n t r a d i c t i o n s o f the w o r l d " 
( K o l a k o w s k i (1964)) but I f t h i s i s so how can the p r o f e s s i o n l e n d i t -
s e l f to t h e o r e t i c a l underpinning? Cohan (1934) has w r i t t e n t h a t " s o c i a l 
work i s s t i l l a l o n g way from having a s c i e n t i f i c a l l y t e s t e d and 
v a l i d a t e d p r a c t i c e theory. S o c i a l work p r a c t i c e t h e o r y was n o t d e v e l -
oped v i a systematic r e s e a r c h , b u t b u i l t up through t r i a l and e r r o r , " 
Yet conversely t h a t c o u l d w e l l be one o f the s t r e n g t h s i n s o c i a l work 
f o r i t i s d o u b t f u l i f there can be a s c i e n t i f i c f o r m u l a t i o n f o r empathy 
and c a r i n g , Pleyer (1972) a s s e r t s t h a t s o c i a l work i s e s s e n t i a l l y a 
'borrower' and t h a t t h e r e are no boundaries t o the knowledge necessary 
f o r s o c i a l workers to accomplish t h e i r d a i l y tasks, "Whereas o t h e r 
p r o f e s s l o n e l s p e c i a l i s t s become e x p e r t s by narrowing t h e i r knowledge 
parameters, s o c i a l workers expand beyond measure to breed h o r i z o n s o f 
knowledge," A l l t h a t the r e c e n t t h e o r i s t s have asked o f the p r o f e s -
s i o n o l p r a c t i c e i s t h a t t h e r e be some e t t e m p t to o r g a n i s e the random 
knowledge; the modal being o f f e r e d i s a systems one w hich i s claimed 
to be l i t t l e mora than a way o f t h i n k i n g which may l e a d to the develop-
ment o f some theory o f s o c i a l work p r a c t i c e . 
An I n t e g r e t e d Approach i s a u s e f u l conceptual framework f o r the 
assessment o f problems and the p l a n n i n g o f • i n t o r u e n t i v o ' approaches. 
I t i s not i t s e l f a body o f knowledge, b u t a way o f t h i n k i n g , an 
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a n a l y s i s which accommodates knowledge from many sources and i n c o r -
p o r a t e s a l l known methods o f s o c i a l work i n t e r v e n t i o n . Now i t . n e e d s 
to be developed i n p r a c t i c e as a problem s o l v i n g approach i n which 
areas f o r s o c i a l work i n t e r v e n t i o n are mapped and p l o t t e d , and a whole 
range o f methods and s k i l l s employed. I t p r o v i d e s o p p o r t u n i t y f o r one-
to-one work and f o r work w i t h s m a l l and l a r g e groups, b u t the u n i t o f 
a t t e n t i o n i s viewed w i t h i n the c o n t e x t o f a sociaty,where people are 
h i g h l y i n t e r d e p e n d e n t . Often caseworkers have found i t harder to 
i n t e r v e n e e f f e c t i v e l y i n tha s o c i a l system r a t h e r than tha p e r s o n e l i t y 
system, e s p e c i a l l y i f the s o c i a l system p r o v i d e s i n d i v i d u a l s w i t h 
c h r o n i c a l l y impoverished environments. Meyer (1972) has w r i t t e n t h a t 
"we c l i n g to what we know because wa know i t , because i t hes served us 
w e l l and because s e p a r a t i o n from the known le a v e s us s t r a n d e d , and 
because we have no assurances t h a t the f u t u r e way w i l l be b e t t e r . " 
T h i s may p a r t l y e x p l a i n a common s o c i a l work p r o f e s s i o n a l a t t i t u d e 
w h ich i s to k i c k hard a g a i n s t the I n t e g r a t e d Approach, saying e i t h e r 
t h a t there i s n o t h i n g new i n i t and t h a t they have been working l i k e 
t h a t anyway, or t h a t i t i s too t h e o r e t i c a l to work i n p r a c t i c e . To 
and an apparent stalemate a monitored ..attempt to apply some of the 
I n t e g r a t e d c o n c e p t u a l i s a t i o n to the p r a c t i c e o f s o c i a l work i s needed 
and then f o r t h i s to be e v a l u a t e d i n l i g h t o f the enthusiasm f o r i t 
on the p a r t o f tha t h e o r e t i c i a n s and the a n t i p a t h y by tha p r a c t i t i o n e r s . 
I n the i n t r o d u c t i o n to S o c i a l Uork Treafanent (Ed. Turner 1974), 
Younghusband has w r i t t e n t h a t "the h a l l m a r k o f a good theory i s i t s 
c e p a c i t y to p r e d i c t tha outcome o f any g i v e n a c t i o n . " Yet the very 
n a t u r e o f the s o c i a l work task whether i t be a c o m m i t t a l to c a r e , an 
a l l o c a t i o n o f f i n a n c i a l a i d or a planned s h o r t term t r e a t m e n t i n a 
f a m i l y having r e c e n t l y a c q u i r e d a d i s a b l e d member, i s an u n c e r t a i n 
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a c t i n a complex environment and the outcome may n o t be p r e d i c t a b l e 
w i t h any degree o f c e r t a i n t y . The response o f every f a m i l y which 
suddenly gains a handicapped c h i l d i s going to be d i f f e r e n t , dependant 
upon a whole range o f i n t e r d e p e n d e n t b i o l o g i c a l , p s y c h o l o g i c a l , s o c i o -
l o g i c a l and economic f a c t o r s , and t h e r e can be no f i r m p r e d i c t a b i l i t y 
o f outcome when a s o c i a l worker i n t e r v e n e s . An I n t e g r a t e d Approach 
does not promise to remove t h i s u n c e r t a i n t y and as such would n o t meet 
t h i s p a r t i c u l a r c r i t e r i o n o f a good t h e o r y . What i t may be able to do 
i s to help a p r o f e s s i o n to understand some o f the causes o f the un-
p r e d i c t a b i l i t y o f the outcomes and to t o l e r a t e i t s seaming f a i l u r e s i n 
a way which the l i n e a r cause and e f f e c t concepts o f the past h a v s 
n o t . I t may t u r n o u t not to ba a good theory as such, but experiment-
a t i o n w i t h the ideas can only c o n t r i b u t e to the body o f common know-
ledge which i s the p r e r e q u i s i t e f o r p r o f e s s i o n a l s t a t u s . 
So I am not c l a i m i n g t h a t an I n t e g r a t e d Approach i s the answer to 
the s o c i a l work p r o f a s s i o n * s c e n t u r y o l d quest f o r i t s own t h e o r e t i c a l 
u n d e r p i n n i n g , nor t h a t there i s much i n i t t h a t i s new. I do n o t 
b e l i e v e t h a t we have reached the s o c i a l work Dacca. I do recognise 
t h a t s o c i a l work has had something o f a chequered h i s t o r y and t h a t what 
may sometimes seem to be new i s i n f a c t r e — d i s c o v e r y o r re-emphasis of 
something a l r e a d y known. At times i t i s a c o r r e c t i v e to narrow t h i n k i n g 
and a c t i o n a t c e r t a i n times and i n c e r t a i n s e t t i n g s . I t i s a l s o t r u e 
t h a t some c u r r e n t p r a c t i t i o n e r s are w e l l i n t o systems t h i n k i n g , an 
example being the r a p i d development o f f a m i l y therepy which i s u s i ng 
many aspects o f t h i s approach i n i t s p r a c t i c e . I n t h i s study, I am 
going to e x p l o r e such an approach w i t h a g r o u p of people i n a 
c h r o n i c s i t u a t i o n . 
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THE PROJECT 
This p r o j e c t i s concerned w i t h s o c i a l work i n t e r v e n t i o n w i t h 
f a m i l i e s which hav/e a handicapped c h i l d * I took as my d e f i n i t i o n o f 
handicap the one from the Younghusband Report on c h i l d r e n w i t h s p e c i a l 
needs: 
"Handicap i s a d i s a b i l i t y which f o r a s u b s t a n t i a l 
p e r i o d or permanently, r e t a r d s , d i s t o r t s or o t h e r -
wise adversely a f f e c t s normal growth, devslopmant 
or adjustment to l i f e . " 
P revious s t u d i e s by members o f o t h e r d i s c i p l i n e s have tended e i t h e r 
to be o f the m e n t a l l y or the p h y s i c a l l y handicapped and these might 
even be f u r t h e r c a t e g o r i s e d i n t o d i f f e r e n t syndromes* I b e l i e v e t h e r e 
i s a r i s k o f c r e a t i n g a r t i f i c i a l boundaries by t h i s c o n t i n u e d seg-
r e g a t i o n o f handicapped c h i l d r e n i n t o v a r i o u s l y l a b e l l e d groups and 
communities, and f u r t h e r m o r e , as i n l i n e w i t h the n a t i o n a l b i r t h r a t e 
the numbers o f handicapped c h i l d r e n being born i s f a l l i n g , there may 
be a d i l u t i o n o f e f f e c t by the s e p a r a t i o n * 
There are some who b e l i e v e t h a t the knowledge base o f s o c i a l work 
c o n s i s t s o f hypotheses which can be e m p i r i c a l l y t e s t e d * But i t i s 
hazardous to t r y to s e t up c l i n i c a l t r i a l types o f experiments because 
of the e t h i c s o f p r o f e s s i o n a l p r a c t i c e where i t i s b e l i e v e d to be 
wrong to knowingly and d e l i b e r a t e l y d e p r i v e people o f a s e r v i c e t o 
which they are e n t i t l e d . Examples o f s o c i a l work a t t e m p t s to approx-
imate to the model o f the c l i n i c a l t r i a l are few, perhaps the best 
known being Goldberg's Helping the Aged (1970), and two American 
s t u d i e s . G i r l s a t l/o c a t i o n a l High (neyor, B o r g a t t a and James 1965) 
and Raid and Shyne's research conducted a t the Community Service 
S o c i e t y o f New York and p u b l i s h e d i n 1969. I n these s o r t o f s t u d i e s 
t h e r e are f i v e requirements c r u c i a l to t h a i r v a l i d i t y as research 
models:-
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1) a r e l i a b l e and v a l i d maasurament o f c o n d i t i o n s b e f o r e and a f t e r 
'the t r e a t m e n t ' , 
2) random assignment o f d i f f e r e n t t r e a t m e n t s and non treatments to 
an e x p a r i m a n t a l and a c o n t r o l group t h a t are s i m i l a r i n a l l 
relav/ant r e s p e c t s * 
3) measurement o f the treatment dosage, 
4) e s t a b l i s h m e n t o f c r i t e r i a f o r success. 
5) some means o f connecting outcome to the tr e a t m e n t given* 
In s o c i a l work each o f these problems poses extreme d i f f i c u l t i e s 
n o t the l e a s t being a c l e a r i n d i c a t i o n o f what i s 'the tr e a t m e n t * . One 
o f the f a c t o r s emerging very c l e a r l y from the th r e e s t u d i e s mentioned 
above i s t h a t i t does very l i t t l e good to s t a t e t h a t t r eatment X i s 
b e t t e r than t r e a t m e n t Y i f i t i s not made vary c l e a r o f e x a c t l y what 
t h a t treatment c o n s i s t e d . 
The c l i n i c a l t r i a l , which so much r e f l e c t s l i n e a r c o n c e p t u a l i s a t i o n 
does not appear to r e a d i l y l e n d i t s e l f to t e s t i n g o u t an I n t e g r a t e d 
Approach, 
I t c o u l d be argued t h a t we know very l i t t l e o f the meaning o f 
s o c i a l work and so i t i s perhaps premature to a t t e m p t t o develop much 
s o p h i s t i c a t i o n i n measurement. To help us become mora sura o f the 
meaning o f s o c i a l work bef o r e we s t a r t to measure i t the c l i e n t as a 
consumer o f the s e r v i c e o f f e r s a p e r s p e c t i v e which c o u l d take a much 
more c e n t r a l place i n our research s t r a t e g y . Consumer research can 
h a l p to r e f i n e what i s c u r r e n t l y known or b e l i e v e d to be known about 
t r e a t m e n t . So consumer e v a l u a t i o n has bean the key f a c t o r i n 
a t t e m p t i n g measurement and assessment o f s e r v i c e throughout t h i s 
p r o j e c t . 
A l l these dilemmas were c o n s i d e r e d i n e s t a b l i s h i n g the work p l a n 
f o r the p r o j e c t which had three main s e c t i o n s . The f i r s t p a r t was 
24 
concarnad w i t h t r y i n g to roaat the e x p a r i m e n t a l / c o n t r o l group problem 
and y e t a t the same time m a i n t a i n tha p r o f e s s i o n a l i n t e g r i t y o f n o t 
w i t h h o l d i n g help. To do t h i s ^ I took an e x i s t i n g group o f f a m i l i e s 
which had alread y been through tha experience o f ha v i n g , and r e a r i n g 
a handicapped c h i l d w i t h i n tha e x i s t i n g framework o f serx/icas. As 
w e l l as a c t i n g aa some k i n d o f c o n t r o l thase f a m i l i e s gave v a l u a b l e 
i n d i c a t i o n s o f areas where he l p was r e a l l y needed and o f times whan i t 
s h o u l d a s p e c i a l l y be a v a i l a b l e * The data was c o l l a c t a d by s t r u c t u r e d 
i n t e r v i e w w i t h a q u e s t i o n n a i r e and was tape recorded. 
The second p a r t was to e s t a b l i s h some k i n d o f e x p e r i m e n t a l group 
which would be o f f e r e d an improved s e r v i c e t h a t aimed t o be m u l t i -
d i s c i p l i n a r y f r and i n c l u d e d a s o c i a l work component as an i n t e g r a l p a r t 
o f i t . This was tha a c t i o n r e s earch programme. F i n a l l y , there would 
be an e v a l u a t i o n o f t h i s experience w i t h tha f a m i l i e s i n t h i s 
e x p e r i m e n t a l group a year l a t e r , a g a i n by i n t e r v i e w and q u e s t i o n n a i r e 
and tape recorded,and tha f i n d i n g s o f these two groups would be 
s t u d i e d c o m p a r a t i v e l y w i t h p a r t i c u l a r r e f e r e n c e to tha s o c i a l work 
p r a c t i c e . 
Timms (1971) has s a i d t h a t r e s earch and s o c i a l work should go 
more c l o s e l y together and t h a t t h i s r e q u i r e s soma change i n the research 
worker and the s o c i a l worker as p a r t n e r s i n the e n t e r p r i s e . He d i d 
n o t a c t u a l l y say t h a t thay should become one, b u t t h i s i s a l o g i c a l 
outcome o f the argument and one which i s attempted i n t h i s r e search. 
There i s a daartti of m a t a r i a l about the a c t u a l p r a c t i c e o f s o c i a l work 
from the p o i n t o f view o f the s o c i a l worker. An a c t i o n research 
programme such as t h i s one may help to remedy t h i s d e f i c i e n c y . 
The nature o f the problems c r e a t e d f o r some f a m i l i e s by having 
a handicapped member suggested t h a t i t was an area f o r s o c i a l work 
i n v o l v e m e n t , y e t a p p a r e n t l y some o f the more t r a d i t i o n a l s u p p o r t i v e 
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methods o f i n t e r v e n t i o n had n o t been experienced by the consumers as 
being h e l p f u l * At a time when s o c i a l work i s being exposed to nebf 
c o n c e p t s , and p r a c t i t i o n e r s are being urged to r e c o n s i d e r the knowledge 
base and boundaries o f the p r o f e s s i o n a l arena, i t would seam a p p r o p r i a t e 
to r e t h i n k the problem area and the modes f o r i n t e r v e n t i o n . This p r o j e c t 
t h e r e f o r e , has been an i n v e s t i g a t i o n i n t o the d i f f i c u l t i e s being ex-
pe r i e n c e d by f a m i l i e s w i t h a handicapped c h i l d , and an a p p l i c a t i o n o f 
some o f the c o n c e p t u a l i s a t i o n s o f an I n t e g r a t e d Approach to the p r a c t i c e 
o f s o c i a l work w i t h i n t h i s area. 
The p r o j e c t goes f u r t h e r i n t h a t i t a ttempts to demonstrate the 
s o c i a l work component by a p p l y i n g a Grounded Theory Approach (Glaser & 
S t r a u s s 1967] to a l l the s o c i a l worker's case re c o r d s and producing an 
a n a l y s i s o f the common f e a t u r e s o f t h a t p a r t i c u l a r worker's p r o f e s s i o n a l 
p r a c t i c e . The mojor concern o f the p r o j e c t i s to develop knowledge f o r 
p r o f e s s i o n a l p r a c t i c e . 
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CHAPTER 2 
Resources i n Plymouth 
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"Care o f the handicapped demands ongoing s u p p o r t and s p e c i a l i s e d 
knowledge a t a l e v e l immediately, e a s i l y and c o n t i n u a l l y a v a i l a b l i 
to p a r e n t s . " 
Court Report. 
Plymouth, i n c l u d i n g Plympton and Plymstock has a p o p u l a t i o n o f 
s l i g h t l y over 250,000 which given the p r o p o r t i o n o f f a m i l i e s having e 
handicapped c h i l d makes t h i s a f e a s i b l e study area f o r a lone researcher, 
I t i s a r o l a t i v a l y i s o l a t e d urban c e n t r e , i t s nearest l a r g e town b e i n g 
Cxeter some 42 m i l e s away.. The c i t y i s b u i l t on the e a s t bank o f the 
R i v e r Tamer and t h i s forms a n a t u r a l g e o g r a p h i c a l r e g i o n which i s 
recognised by the Department o f H e a l t h b u t not by the Department o f 
Education which works w i t h i n county boundaries. The Plymouth h o s p i t a l s 
serve the p o p u l a t i o n s o f east Cornwell end west Devon end handicapped 
c h i l d r e n r e c e i v e a l l t h e i r medical treatment i n Plymouth. 
A l l c h i l d r e n l i v i n g w i t h i n Cornwall have to be educated i n Corn«-
w a l l ' s s p e c i a l schools which are towards the western and o f the county 
and f o r many c h i l d r e n t h i s n e c e s s i t a t e s weekly b o a r d i n g . The f i r s t 
survey to e s t e b l i s h the c o n t r o l group was c o n f i n e d to c h i l d r e n l i v i n g 
w i t h i n the c i t y , but the r e f e r r a l s from the h o s p i t e l i n the second p a r t 
o f the p r o j e c t i n c l u d e d c h i l d r e n l i v i n g o u t s i d e the c i t y , and these 
helped to expose f u r t h e r problems. 
Although i t was o r i g i n a l l y planned to c o n f i n e the study to c h i l d r e n 
who were eleven years o l d and younger, i t was e a r l y r e a l i s e d t h a t 
c h r o n o l o g i c a l age i s o f no g r e a t s i g n i f i c a n c e when d e a l i n g w i t h h a n d i -
capped c h i l d r e n , a f a c t recognised f r e q u e n t l y i n the f l e x i b i l i t y o f 
c l a s s ages w i t h i n the schools, f o r t h i s reason a 13 year o l d boy more 
s e v e r e l y handicapped than h i s younger handicapped s i s t e r i s i n c l u d e d 
i n the c o n t r o l group and the e x p e r i m e n t a l group i n c l u d e s ana o l d e r boy. 
P l o t t i n g the d i s t r i b u t i o n o f handicapped c h i l d r e n on a s t r e e t map o f P l y -
mouth e s t a b l i s h e d that tha re mas a widespread and f a i r l y euen s c a t t e r u'ith no 
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i n t e r e s t i n g l y abnormal pockets o f d e n s i t y . 
HISTORICAL ASPECTS 
The beginning o f s t a t e involvement i n the problems o f handicap 
was w i t h the appointment of a Royal Commission i n 1885 which four years 
l a t e r was to i n c l u d e amongst i t s recommendations the f o l l o w i n g : -
( 1 ) School a u t h o r i t i e s t o be r e s p o n s i b l e f o r the e d u c a t i o n o f the 
deaf end b l i n d , 
( 2 ) N a n t a l l y handicapped c h i l d r e n should be g i v e n s p e c i a l e d u c a t i o n a l 
t r e a t m e n t , 
( 3 ) e d u c a t i o n o f the handicapped should be co n t i n u e d u n t i l the age 
o f 21, 
(4) S e l e c t i o n o f c h i l d r e n f o r s p e c i a l e d u c a t i o n should be made by 
d o c t o r s and not teachers. 
Only the f i r s t recommendation was i n c o r p o r a t e d i n t o the Act o f 
1893, The r e p o r t was given l e g a l e f f e c t i n the Act o f 1899 but the 
L o c a l A u t h o r i t y p r o v i s i o n was permiss i v e and n o t mandatory, A new 
Royal Commission on the care and c o n t r o l o f the f e e b l e minded e s t a b -
l i s h e d i n 1904 was to advocate an i n s t i t u t i o n a l system w i t h admissions 
a t an e a r l i e r age than b e f o r e and t h a t the c o n t r o l of the S p e c i a l 
s c h o o l s should be the r e s p o n s i b i l i t y o f the l o c a l C e n tal D e f i c i e n c y 
Committees, Under the 1913 (Cental D e f i c i e n c y Act the Edu c a t i o n 
a u t h o r i t i e s assumed r e s p o n s i b i l i t y f o r assessing c h i l d r e n between the 
ages o f 7 and 16 and making d e c i s i o n s about a l l o c a t i o n i n t o s p e c i a l 
s c h o o l s . This Act a l s o d i v i d e d the m e n t a l l y handicapped i n t o ' i d i o t s ' , 
' i m b e c i l e s ' and 'feeble minded', terms which were to remain u n t i l the 
1959 Act whan they were replaced by 'subnormal' and 'severely sub-
normal'. 
The 1944 Education Act enabled the Lo c a l A u t h o r i t y to p r o v i d e 
S p e c i a l Education f o r c h i l d r e n from the age o f two and e s t a b l i s h e d 
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tan c a t a g o r i a s o f handicap which must be p r o v i d e d f o r : -
B l i n d 
P a r t i a l l y s i g h t e d 
Deaf 
P a r t i a l l y h e a r i n g 
E d u c a t i o n a l l y subnormal 
E p U a p t i c 
n a i a d j u s tad 
P h y s i c a l l y handicapped 
P u p i l s s u f f e r i n g speech d e f e c t 
D a l i c a t s 
Tha o n l y handicap which r e q u i r e s e d u c a t i o n away from Plymouth i s 
b l i n d n e s s and p a r t i a l s i g h t a d n a s s , and these c h i l d r a n go to Exetar# 
I n A p r i l 1971 the Education Act o f tha p r e v i o u s year was i m p l e -
mented and the r e s p o n s i b i l i t y f o r the e d u c a t i o n o f the m e n t a l l y h a n d i -
capped was t r a n s f e r r e d from the Department o f H e a l t h to the Department 
o f Education, a nova which r e p r e s e n t s tha f i n a l o f f i c i a l acceptance o f 
the problems being e s s e n t i a l l y s o c i a l and e d u c a t i o n a l r a t h e r than 
m e d i c a l . From t h a t time onwards 'no c h i l d i s i n e d u c a b l e ' . 
I n e v i t a b l y such a piecemeal development o f p r o v i s i o n has l e f t a 
h y b r i d s e r v i c e f o r the handicapped which makes f o r confused f u n c t i o n i n g 
a t t imes. I t w i l l l a t e r be argued t h a t one o f the most h e l p f u l p a r t s 
t h a t the s o c i a l work p r o f e s s i o n can play i s to help expoaa? some o f the 
anomalies and p u t pressure to bear on the bodies which prevent the 
o p e r a t i o n o f a t r u l y f u n c t i o n a l and e f f i c i e n t system. 
EDUCATION 
In a p r o j e c t which i s concerned w i t h the i s s u e s o f an i n t e g r a t e d 
approach i t was i m p o r t a n t f o r the researcher to v i s i t a l l tha schools 
and e d u c a t i o n a l i n s t i t u t i o n s i n tha area. Not o n l y d i d t h i s enable 
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i n f o r m a t i o n to be exchanged b u t l a i d tha f o u n d a t i o n s f o r d e v a l o p i n g 
some of the boundary uork i n tha l a t e r stages o f the e x p e r i m e n t a l s e c t i o n . 
I f t here were to be hold ups i n school admissions i t uas i m p o r t a n t to 
know which schools might ba over subscribed and which might be below 
e s t a b l i s h e d numbers. I f parents had a choice a v a i l a b l e to them then i t 
was i m p o r t a n t f o r the s o c i a l worker to be f u l l y equipped w i t h i n f e r -
m a t i o n about the e d u c a t i o n a l f a c i l i t i e s so t h a t they, c o u l d be helped t o 
make i;nfornBd d e c i s i o n s . I t was i m p o r t a n t f a r the schools to meat a 
s o c i a l worker from the h o s p i t a l , to know about the r e s e a r c h , and t h a t 
i t might ba i n v o l v i n g some o f t h e i r p a r e n t s . A l l o f the schools were 
v i s i t e d i n the e a r l y days o f the p r o j e c t and i t was c l e a r t h a t none was 
overcrowded w i t h c h i l d r e n , a l l were w e l l s t a f f e d , most ware i n modern 
purpose b u i l t accommodation and t h a r a was a balance o f p r o v i s i o n from 
tha s t a t e and tha v o l u n t a r y s e c t o r . 
Tha schools i n tha area were the f o l l o w i n g ; -
n i l l Ford School E.S.N. (Severe) 
n i l l Ford School was planned to accommodate 130 c h i l d r e n , but the 
Head t h i n k s t h a t the maximum should ba 120 and when I v i s i t e d there 
ware 109 c h i l d r e n i n the s c h o o l . There are never more than 10 c h i l d r e n 
i n a c l a s s which r e f l e c t s the h i g h t e a c h e r / p u p i l r a t i o . Formerly t h i s 
s chool was a t the Highbury T r a i n i n g Centra and known by t h a t name, the 
whole being the r e s p o n s i b i l i t y o f the H e a l t h Department as a c e n t r e f o r 
the m e n t a l l y handicapped. 
C h i l d r e n are taken from the age o f 2^ years u n t i l thay are 16. 
The nursery i s n o t f u l l and th e r e seem to bo h i s t o r i c a l reasons f o r 
t h i s . In the past, b a f o r a t h i s nursery was opened, p a r e n t s ware 
advised o f l o c a l playgroups which c o u l d cope w i t h one o r two h a n d i -
capped c h i l d r e n , or the c h i l d r e n were cha n n e l l e d towards Dr. Bernardo's 
St. Micholas nursery. The Head thought t h a t a t t h a t stage Bernardo's 
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n u r s e r y was g i v i n g a b e t t e r s e r v i c e , mostly because s o c i a l work i s 
p r o v i d e d from the onset and c o n t i n u e s w i t h the f a m i l y r i g h t the way 
th r o u g h . At H i l l Ford i t i s o n l y the E d u c a t i o n a l U e l f a r e O f f i c e r , the 
School nurse and o c c a s i o n a l l y the teachers who make any c o n t a c t w i t h 
the f e m i l y and only when i t i s thought t o be a b s o l u t e l y necessary. 
Downham School E.S.N. (Severe) 
The o r i g i n a l catchment area o f Downham was e s t a b l i s h e d under the 
o l d Devon County Council and i n c l u d e d Oartmouth, South Grent, T a v i s t o c k , 
K i n g s b r i d g e , Princetown, Plympton and Plymstock. Today the t r a n s p o r t 
i s shared w i t h m i l Ford b u t the schools are r u n independently and 
t r y t o r e t a i n t h e i r catchment areas. C h i l d r e n may s t a r t here whan they 
are 3 and there i s a weekly b o a r d i n g h o s t e l f o r 18 c h i l d r e n between the 
agea o f S-16 years. The school has always had q u a l i f i a d s t a f f and i s 
very much a formal school w i t h the emphasis on e d u c a t i o n f o r f u t u r e 
l i v i n g . I t began 20 years ago w i t h 5 c h i l d r e n i n a chu r c h h a l l , then 
i t moved to Harewood House and 14 yeers ago i n t o i t s p r e s e n t purpose-
b u i l t premises to which extaneions have bean added i n the i n t e r v e n i n g 
y e a r s . There are 10 c h i l d r e n i n the s p e c i a l care u n i t who are s e v e r e l y 
handicapped and they are looked a f t e r by 3 s t a f f w i t h a speech t h e r a p i s t 
and a . p h y s i o t h e r a p i s t coming i n to do sessions d u r i n g the week. 
C o u r t l a n d s School E.S.N, (nild) 
B u i l t on a pleasant 10 acre s i t e t h i s school was opened i n 1969. 
I t s e r v e s the c i t y t o the west o f the R i v e r Plym and a r u r a l aree t o 
the n o r t h s t r e t c h i n g from I v y b r i d g e to Ta v i s t o c k . Host o f the c h i l d r e n 
t r a v e l to school on the s p e c i a l bus or i n a t a x i b u t a few can manage 
t o coma on p u b l i c t r a n s p o r t . The school i s s t a f f e d by 15 teachers i n 
a d d i t i o n to the headmaster and h i s deputy, r e f e r r e d to as 'my second 
m i s t r e s s ' . At the time o f v i s i t i n g there were 220 c h i l d r e n i n the 
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s c h o o l a l t h o u g h there i s room f o r 240. Of these some 60 boys and g i r l s 
a re i n the i n f a n t s s e c t i o n which c a t e r s f o r 5-8 year o l d s , and there are 
about 100 c h i l d r a n i n the j u n i o r s . At 11 the s e n i o r boys t r a n s f e r to 
what i s c a l l e d H i l l s i d e s c h o o l , b u t the g i r l s remain hare u n t i l they ara 
16. 
Lonqcause School E.S.N, (nild) 
T h i s school was b u i l t i n 1967 f o r about 100 c h i l d r e n who a r e d i v i d e d 
i n t o seven c l a s s e s . The boys outnumber the g i r l s by about 2:1 and i n 
tha past tha boys have had to w a i t much lo n g e r f o r vacancies. As w i t h 
the o t h e r schools t h i s one had r e c e n t l y moved to a now s i t u a t i o n o f 
h a v i n g a few vacancies. T h e o r e t i c a l l y the school serves a catchment 
area on the east side o f the area from the River Plym; i n r e a l i t y tha 
c h i l d r a n coma from a l l over the c i t y * As tha pressure on places i s 
e a s i n g o f f i t i s now becoming more p o s s i b l e to a l l o c a t e places on a geo-
g r a p h i c a l basis which means t h a t the c h i l d r e n have to spend l e s s time 
i n tha bus t r a v e l l i n g each day. S t a f f r o l e s are not r i g i d l y d e f i n e d 
and a l l tha domestic s t a f f a t t e n d and c o n t r i b u t e to s t a f f meetings, 
iifoodlands School ( P h y s i c a l l y handicapped) 
Plymouth had the f i r s t o p e n - a i r school i n the c o u n t r y when i n 1918 
a c e n t r e was opened to meet some o f the needs o f c h i l d r e n w i t h t u b e r -
c u l a r bones and r i c k e t s which abounded i n the slums o f the post war 
y e a r s . However the d i s p l a y o f i n i t i a t i v e and a forward l o o k i n g approach 
ware not always to be f e a t u r e s o f p l a n n i n g i n the s o u t h west. S i x t e e n 
years a f t e r tha 1944-Education Act Davon and Cornwall were asked by 
the M i n i s t r y to produce iiumediata plans f o r making p r o v i s i o n f o r tha 
p h y s i c a l l y handicapped as s t i p u l a t e d i n the Act* N e i t h e r county, seemed 
a b l e to co-operate i n t h i s venture so i n the end a f u r t h e r d i r e c t i v e 
from the n i n i s t r y ensured t h a t the proposals should proceed on a 
n e u t r a l s i t e i n Plymouth C i t y and i n 1964 a school r e c e n t l y b u i l t as 
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a primary s c h o o l , was developed, i n s t e a d , as a much needed u n i t f o r 
handicapped c h i l d r e n . Over the next f i v e years e x t e n s i o n s were, made 
f o r f u l l physiotherapy p r o v i s i o n and f o r h o s t e l accommodation. C u r r e n t l y 
t h e r e are about 130 c h i l d r e n aged between 2^ and 17 years. Of these, 
25 a r e weekly boarders, b u t none o f the boarders i s under 5 years and 
the preference i s f o r o l d e r boarders who l i v e a l o n g way from the schools 
The nursery c a t e r s f o r 20 c h i l d r e n . U n t i l r e c e n t l y there were u s u a l l y 
t w i c e as many boys i n the school as g i r l s , b ut the pendulum i s swinging 
i n the oth e r d i r e c t i o n now. The range o f handicap a l s o seems to be 
changing; spina b i f i d a s are d e c l i n i n g i n number b u t h e a r t c o n d i t i o n s 
and muscular d y s t r o p h i e s are on the i n c r e a s e , 
Trengweath (School run by the S p a s t i c s S o c i e t y ) 
Some 25 years ago a Hr, Wyatt put an adv e r t i s e m e n t i n the l o c a l 
Plymouth paper asking i f anyone e l s e had a c h i l d w i t h the same symptoms 
as h i s son and these he c a r e f u l l y d e s c r i b e d . Over 300 par e n t s responded 
and a f t e r s i f t i n g thoroughly through these he e s t a b l i s h e d t h a t there 
were about 30 oth e r s p a s t i c c h i l d r e n . Ha made c o n t a c t w i t h these 
p a r e n t s and together they r a i s e d £500 which was a down payment on 
Trengweath, This was to be a c e n t r e f o r the s p a s t i c c h i l d r e n where 
they could r e c e i v e education and i n t e n s i v e p h y s i o t h e r a p y . As w e l l as 
Tranpweath t h i s very a c t i v e a s s o c i a t i o n e s t a b l i s h e d a work c e n t r e and 
C l i v a d o n which i s a r e s i d e n t i a l h o s t e l . 
I n 1966 the l o c a l a s s o c i a t i o n approached the S p a s t i c S o c i e t y i n 
London and Trengweath became n a t i o n a l l y c o n t r o l l e d . Two years b e f o r e 
t h a t a new wing w i t h a d d i t i o n a l classrooms and ph y s i o t h e r a p y t r e a t m e n t 
rooms had been added and t h i s was f u r t h e r extended by the S p a s t i c s 
S o c i e t y t o i n c l u d e a 14 bedded u n i t f o r s h o r t stay c h i l d r e n . 
From the beginning t h i s was not very s u c c e s s f u l so i n 1970 i t was 
changed to weekly boarding accommodation thereby e n a b l i n g d i s t a n t 
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c h i l d r e n from Devon and Cornwall to come f o r t r e a t m e n t . There ara 13 
b o a r d i n g places and one f o r emergencies. C u r r e n t l y t h e r e i s no w a i t i n g 
l i s t . 
Babies can be r e f e r r e d f o r p h y s i o t h e r a p y as e a r l y as s i x weeks o l d 
b u t c h i l d r e n do not s t a r t a t t e n d i n g tha nursery u n t i l they are between 
2 and 3 years o l d , and even then most o f the week i s spent i n having 
p h y s i o t h e r a p y . There were 55 c h i l d r e n i n Trengueath-whan I v i s i t e d w i t h 
a s t a f f / c h i l d r a t i o o f 1:4. Tha Family Help Centre i s h e a v i l y s t a f f e d 
and open c o n t i n u o u s l y . C h i l d r e n w i t h average a b i l i t y remain a t Treng-
weath u n t i l they are 11 and then they t r a n s f e r to one o f the o t h e r 
s p e c i a l schools, u s u a l l y Woodlands or C o u r t l a n d s . Those who are m e n t a l l y 
handicapped remain there u n t i l they are 16 and then may go to R o c k f i e l d 
which i s a pure care group f o r s p a s t i c a over 16 who are unabla to work. 
About a t h i r d o f the c h i l d r e n a t Trengweath are i n t h i s c ategory. 
The N a t i o n a l Spastica S o c i e t y w i l l be drawing out o f the r u n n i n g 
of Trengweath i n the very near f u t u r e and the a d m i n i s t r a t i v e r e s p o n s i -
b i l i t y w i l l be assumed by Devon. This should e l i m i n a t e many o f the 
anomalies which e x i s t i n the o v e r a l l s e r v i c e f o r the handicapped when 
i t i s shared between a Voluntary S o c i e t y and a L o c a l A u t h o r i t y , and 
one i s fee paying and one i s not. 
I n a d d i t i o n there i s a S p e c i a l U n i t a t Trelawney School f o r malf» 
a d j u s t e d s e n i o r s which takes up to 12 c h i l d r e n a t a time w i t h two 
teachers, and the newly opened school f o r the deaf and p a r t i a l l y 
h e a r i n g c h i l d r e n a t H a r t l e y House. Again the headmaster o f t h i s school 
l i k e s to have the c h i l d r e n from a very e a r l y age so t h a t they ara 
having t r a i n i n g a t the c r i t i c a l p e r i o d f o r language development which 
comes w e l l before the normal school s t a r t i n g age. F i n a l l y , there i s 
the S t . Nicholas nursery which was begun i n 1973 by Dr. Barnardo's 
and i s now housed i n the Tralawnay Youth Centre and t a k i n g up to 16 
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c h i l d r e n each day. The c h i l d r e n are now al l o w e d to s t a r t before they 
are 2 years o l d and must t r a n s f e r to one o f the s p e c i a l school's when 
they are 5. One o f the b i g advantages o f t h i s u n i t i s t h a t i t remains 
open d u r i n g the school h o l i d a y s . S t a f f i n g r a t i o i s 1:3 and the f u n d i n g 
of the p r o j e c t i s shared between Barnerdo's and the L o c a l A u t h o r i t y . A 
f u l l time s o c i a l worker i s at t a c h e d to the Nursery and may c o n t i n u e to 
work w i t h the f a m i l i e s a f t e r the c h i l d has moved on t o a s p e c i a l s c h o o l . 
E d u c a t i o n a l P s y c h o l o g i c a l Services 
The E d u c a t i o n a l P s y c h o l o g i c a l s e r v i c e became very a c t i v e l y i n v o l v e d 
i n the assessment o f handicapped c h i l d r e n when r e s p o n s i b i l i t y f o r t h e i r 
e d u c a t i o n was t r a n s f e r r e d from the Department o f H s a l t h t o the Depart-
ment o f Education i n A p r i l 1971. The new procedure f o r s p e c i a l school 
admission i s i n i t i a t e d by the c o m p l e t i o n o f an SE1 form which i s com-
p l e t e d by the head teacher o f the school where the c h i l d i s a t t e n d i n g . 
T h i s i s f o l l o w e d by an SE2 form f i l l e d i n by the Community H e a l t h 
P h y s i c i a n when he has m e d i c a l l y examined the c h i l d . Both forms are 
then sent to the Edu c a t i o n a l P s y c h o l o g i s t who t e s t s the c h i l d end makes 
an assessment o f h i s e d u c a t i o n a l p o t e n t i a l , and then he, or a s e n i o r 
c o l l e a g u e completes the SE4 form which i s a summary and a c t i o n sheet. 
A l l the forms are sent to the Education O f f i c e f o r a d e c i s i o n about 
school a l l o c a t i o n . Casapapers are sent t o the Head o f the S p e c i a l 
School suggested and ha decides on p r i o r i t i e s and w a i t i n g l i s t p l a c e s . 
P r e v i o u s l y the w a i t i n g l i s t s wars much l o n g e r , b u t now t h e o r e t i c a l l y 
i t i s p o s s i b l e f o r a c h i l d to be found a place f a i r l y q u i c k l y once 
the SE procedure has bean f i n a l i s e d . 
Speech t h e r a p i s t s and p h y s i o t h e r a p i s t s are a c t i v e l y i n v o l v e d i n 
the s e r v i c e s to the schools a l t h o u g h t h e r e i s widespread acknow-
ledgement t h a t they are very u n d e r s t a f f e d and not a b l e to p r o v i d e as 
good a s e r v i c e as a f u l l y manned department would. 
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HEALTH 
The expansion i n e d u c a t i o n a l p r o v i s i o n f o r the handicapped c h i l d r e n 
i n Plymouth occurred i n tha 1960s, but i t was a decade or so l a t e r 
b e f o r e there was any comparable development i n the H e a l t h and S o c i a l 
S e r v i c e s . At the tima o f doing t h i s research there was a l o t o f i n t e r e s t 
around and new ideas were being p u t i n t o p r a c t i c e . I t meant a much 
w i d e r range o f resources was to be made a v a i l a b l e to the parents o f tha 
mora r e c e n t l y diagnosed hendicapped c h i l d , t h i s i n t u r n making f o r 
g r e a t e r c o m p a r a b i l i t y between the o r i g i n e l sample group and tha e x p e r i -
m e n t a l group s e t up d u r i n g the year a t tha h o s p i t a l . 
I t was o n l y i n e a r l y 1976 t h a t an a d d i t i o n a l p a e d i a t r i c c o n s u l t a n t 
was appointed b r i n g i n g the t o t a l to t h r e e . A l l are based a t tha h o s p i t a l 
b u t a l s o a t t e n d o u t - p a t i e n t c l i n i c s a t v a r i o u s bases i n Devon and 
C o r n w a l l . One o f them a c t s as D i r e c t o r o f the C h i l d Oavalopment Centre 
a t the S c o t t H o s p i t a l , where most o f the c h i l d r e n are r e f e r r e d a t the 
end o f t h e i r f i r s t year whan the problems are e s t a b l i s h e d as being dev-
el o p m e n t a l r a t h e r than m e d i c a l . Attached to the Centre i s a Community 
H e a l t h P h y s i c i a n who s p e c i a l i s e s i n t a s t i n g and assessing developmental 
p r o g r e s s . A u d i t o r y t e s t i n g and speech therapy sessions may be conducted 
here and there i s a s m a l l remedial teaching group. A l l physiotherapy 
f o r any handicapped c h i l d i s organised by the l a r g e p h y s i o t h e r a p y 
department a t Trengwaath and the Head P h y s i o t h e r a p i s t tdorks very c l o s e l y 
w i t h the c o n s u l t a n t s . Although some treatment i s done i n the o t h e r 
schools on a s e s s i o n a l basis the v a s t m a j o r i t y i s done i n the department 
a t Trengweath where the s q u i p m s n t i a more s o p h i s t i c a t e d . 
In 1968 one o f the community He a l t h \ / i s i t o r s was asked i f she 
would l i k e to s p e c i a l i s e i n working w i t h f a m i l i e s where there was a 
handicapped c h i l d * I n the e i g h t years t h a t she was i n t h i s post she 
developed c o n s i d e r a b l e s k i l l i n t h i s area and gave tremendous s u p p o r t 
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to vary many s t r u g g l i n g f a m i l i e s . I t was o n l y when she l e f t to get 
m a r r i e d t h a t i t was perhaps f u l l y r e a l i s e d how much s u p p o r t ought to 
be made a v a i l a b l e to these f a m i l i e s . Although another h e a l t h v i s i t o r 
was appointed i n her place there was a marked i n c r e a s e i n the i n v o l v e -
ment i n t h i s area o f working by the h o s p i t a l based s o c i a l workers. 
SOCIAL tJORK 
Or. Barnardos i n Plymouth was l a r g e l y r e s p o n s i b l e f o r p i o n e e r i n g 
the s p e c i a l i s t s o c i a l worker w i t h f a m i l i e s which have a handicapped 
c h i l d when they made such an appointment a t the time o f opening t h e i r 
S t , Nicholas nursery. The S p a s t i c S o c i e t y a l s o employ a f u l l time s o c i a l 
worker b u t as she has to cover Devon and Cornwall a l a r g e p a r t o f her 
w o r k i n g weak i s spent i n d r i v i n g a car and she i s o n l y i n Trengweath 
f o r a few hours each week. There i s one p a r t - t i m e s o c i a l worker a t the 
Development Centre and two f u l l time p a e d i a t r i c s o c i a l workers at the 
h o s p i t a l , a l t h o u g h o n l y a r e l a t i v e l y small p a r t , o f t h e i r time can be 
a l l o c a t e d to the needs o f f a m i l i e s w i t h a handicapped c h i l d . At the 
time o f doing t h i s research the P r i n c i p a l S o c i a l Worker a t the h o s p i t a l 
was a c t i v e l y i n v o l v e d i n d e v e l o p i n g f a c i l i t i e s f o r the handicapped, one 
o f which was the Beckley U n i t a t the S c o t t H o s p i t a l , From the b e g i n -
n i n g o f 1976 there was to be no more n u r s i n g o f a c u t e l y s i c k c h i l d r e n 
a t t h i s h o s p i t a l ; i n s t e a d there was to be the e s t a b l i s h m e n t o f s h o r t 
term h o s t e l care f o r handicapped c h i l d r e n . I n the f u t u r e , i t i s envisaged 
t h a t t h i s w i l l be extended to p r o v i d e l o n g term care f o r the very 
s e v e r e l y handicapped who cannot be cared f o r i n t h e i r own homes and 
c u r r e n t l y have to be sent to h o s p i t a l s i n east Devon, At the moment, 
p a r e n t s are encouraged to leave t h e i r c h i l d r e n a t the Becklay U n i t w h i l e 
the r e s t o f the f a m i l y has a s h o r t h o l i d a y , or perhaps to put the c h i l d 
i n t h e r e f o r a day or two so t h a t the f a m i l y can go to something s p e c i a l 
l i k e a wedding, or do something o r d i n a r y l i k e going shopping, b o t h o f 
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w h i c h c a n b e c o m a i m p o s s i b l e i f a h a n d i c a p p e d c h i l d h a s t o be t a k e n a s 
u e l l « 
T h e s o c i a l w o r k e r s h a v e l a r g e l y b e e n r e s p o n s i b l e f o r t h e m u s h -
r o o m i n g o f p a r e n t s u p p o r t g r o u p s * One i s r u n a t m o n t h l y i n t e r v a l s i n 
t h e a f t e r n o o n s a t 5 t * N i c h o l a s a n d a n o t h e r a t m o n t h l y i n t e r v a l s i n t h e 
e v e n i n g s a t t h e B e c k l e y U n i t * B o t h s e e m t o a t t r a c t t h s a t t e n d a n c e o f 
t h e s a m e g r o u p o f p a r e n t s . L i k e w i s e t h e s c h o o l s h a u a p a r e n t s t a f f 
g r o u p s b u t t h e s e t e n d to b e p r i m a r i l y f u n d r a i s i n g o r g a n i s a t i o n s r a t h e r 
t h a n e n c o u r a g i n g s u p p o r t g r o u p a c t i v i t i e s a s e n v i s a g e d by t h e s o c i a l 
w o r k e r s . 
The S o c i a l S e r v i c e s D e p a r t m e n t s a r e r e q u i r e d t o k e e p a r e g i s t e r o f 
h a n d i c a p p e d p e r s o n s , b u t a s f a r a s t h e c h i l d r e n a r e c o n c e r n e d b e i n g l i s t e d 
o n t h e r e g i s t e r s e e m s t o c a r r y w i t h i t v e r y l i t t l e a d v a n t a g e . T h e n u m b e r s 
i n c l u d e d o n t h e r e g i s t e r v a r i e d q u i t e c o n s i d e r a b l y b e t w e e n A r e a o f f i c e s 
w h i c h may h a v e r e f l e c t e d a v a r y i n g d e g r e e o f a n t h u f i i a s m f o r m a i n t a i n i n g 
t h e r e g i s t e r r a t h e r t h a n a n y p a r t i c u l a r l y g r e a t v a r i a t i o n i n t h e n u m b e r s 
o f h a n d i c a p p e d p e r s o n s i n v o l v e d . I n 1 9 7 7 a n a t t e m p t w a s made to c r e a t e a 
c e n t r a l i s e d r e g i s t e r o f a l l c h i l d r e n c o n f i r m e d a s b e i n g h a n d i c a p p e d . 
T h i s w a s t o b e m a i n t a i n e d by t h e s p e c i a l i s t h e a l t h v i s i t o r f o r t h e 
h a n d i c a p p e d w i t h t h e o n u s b e i n g u p o n t h e h o s p i t a l s t a f f to f a e d i n i n -
f o r m a t i o n , 
F I N A N C I A L A ID 
N a t i o n a l p r o v i s i o n i n c l u d e s t h e A t t e n d a n c e A l l o w a n c e w h i c h i s a v a i l -
a b l e f r o m t h e a g e o f two t o p e r s o n s who n e e d c o n s t a n t c a r i n g a t t e n t i o n . 
T h e r e i s a f u l l t i m e a l l o w a n c e f o r t h o s e who n e e d c a r e b y n i g h t a n d 
d a y , a n d a r e d u c e d r a t e i f t h e c a r e i s f o r o n l y o n e o f t h e s e t i m e s . A t 
t h e a g e o f f i v e a p e r s o n who c a n n o t w a l k may q u a l i t y f o r t h e M o b i l i t y 
A l l o w a n c e p r o v i d e d t h a t h e i s a b l e to a p p r e c i a t e g o i n g o u t . T h e r e a r e 
a l s o d i s c r e t i o n a r y g r a n t s f r o m t h e J o s e p h R o w n t r a e T r u s t i n Y o r k w h i c h 
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i s a g o v e r n m e n t s p o n s o r e d f u n d a d m i n i s t e r e d dy t h e R o w n t r e e T r u s t , 
e s t a b l i s h e d to g i v e f i n a n c i a l a i d to f a m i l i e s e x p e r i e n c i n g a d d i t i o n a l 
e x p a n s e t h r o u g h h a v i n g a s e v e r e l y h a n d i c a p p e d c h i l d . O c c a s i o n a l l y some 
o f t h e s e c h i l d r e n may q u a l i t y f o r g r a n t s f r o m t h e S i r M a l c o l m S a r g e n t 
C a n c e r F u n d f o r C h i l d r e n a n d l o c a l l y t h e r e i s t h e 3 . B e c k l a y F u n d f o r 
S i c k C h i l d r e n a n d t h e f i n a n c i e l l y m o r e l i m i t e d P a t i e n t s * W o l u n t a r y 
W e l f a r e F u n d . 
S U n f ^ A R Y 
P l y m o u t h e p p e a r s to be r e a s o n a b l y w e l l e n d o w e d w i t h f a c i l i t i e s f o r 
h a n d i c a p p e d c h i l d r e n . T h e r e I s a r a n g e o f s p e c i a l s c h o o l s a n d a l t h o u g h 
s e v e r a l o f t h e c h i l d r e n h a v e q u i t e l o n g j o u r n e y s e a c h d a y , t h i s i s a 
f e a t u r e o f t h e n a t i o n a l s i t u a t i o n s o l o n g a s p o l i c y i s t o p r o v i d e 
s e p a r a t e s c h o o l s r a t h e r t h a n c l a s s e s a t t a c h e d to l o c a l s c h o o l s . F i n a n c i a l 
a i d p r o v i d e d by t h e S t a t e i s s u p p l e m e n t e d by l o c a l t r u s t s w h i c h make 
g e n e r o u s d o n a t i o n s t o f a m i l i e s i n n e e d . S t a t u t o r y p r o v i s i o n o f s e r v i c e s 
i s a u g m e n t e d by v o l u n t a r y a g e n c i e s , a s f o r e x a m p l e , t h e r e c e n t o p e n i n g 
b y O r . B a r n a r d o s o f t h e n u r s e r y f o r h a n d i c a p p e d c h i l d r e n w h i c h w i t h e 
s o c i e l w o r k e r a t t a c h e d h a s f i l l e d a g a p i n t h e s e r v i c e s i n t h i s c i t y . 
H o w e v e r , t h e r e w e r e some i n d i c a t i o n s f r o a i my v i s i t i n g t h a t t h e r e 
w a s n o t w i d e s p r e a d a c c e p t a n c e o f t h e n a t i o n t h a t a n i n c r e a s e i n t h e 
a m o u n t o f s e r v i c e s n e c e s s a r i l y made f o r i m p r o v e m e n t s . O n e h e a d m a s t e r 
c o m p l a i n e d a b o u t d e l a y s b e i n g c r e a t e d by t h e e d u c a t i o n a l p s y c h o l o g i s t s 
b e i n g r e q u i r e d to c a r r y o u t t a s t i n g , w h e r e a s i n t h e p a s t he h a d b e a n 
a b l e to make s p e e d y d e c i s i o n s i n c o n s u l t a t i o n w i t h t h e H e a l t h V i s i t o r 
a b o u t e c c e p t i n g a c h i l d . T h e r e w a s q u i t e c o n s i d e r a b l e e v i d e n c e t o 
s u g g e s t t h a t t h e s e r v i c e s w e r e n o t i n t e r - r e l a t i n g a s w e l l a s t h e y m i g h t . 
F o r a r e s e a r c h p r o j e c t w i s h i n g to i m p l e m e n t some o f t h e c o n c e p t s 
o f a n I n t e g r a t e d a p p r o a c h t h e s i t u a t i o n c o n c e r n i n g r e s o u r c e s w a s 
a l m o s t i d e a l . T h e r e w a s i n e x i s t e n c e a r a n g e o f c o m p a r a t i v e l y new a n d 
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w a l l e q u i p p a d s e r v i c e s . A s y e t t h a y d i d n o t a p p e a r to bo w o r k i n g 
c l o s e l y t o g a t h a r n o r i n t e r - r e l a t i n g to p r o w i d e a c o n t i n u u m o f c a r e f o r 
h a n d i c a p p e d c h i l d r e n a n d t h e i r f a m i l i e s . 
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CHAPTER 3 
E s t a b l i s h i n g t h a C o n t r a s t G r o u p 
4 2 
A l l h a p p y f a m i l i e s a r e a l i k e b u t a n u n h a p p y f a m i l y i s u n h a p p y 
a f t e r i t s own f a s h i o n , 
T o l s t o y : A n n a K a r a n i n a 
I n t h e i n t r o d u c t i o n t o h e r book H a w e t t ( 1 9 7 0 ) p o i n t s o u t t h a t 
t h e r e i s p l e n t y o f c o m m e n t a b o u t t h e p r o b l e m s w h i c h c a n b e s e t t h e h e n d i -
c a p p e d c h i l d a n d h i s f a m i l y b u t v e r y l i t t l e a b o u t " t h e f a m i l i e s ntho m e e t 
t h e c r i s i s o f h a n d i c a p a s t h e y m e e t o t h e r c r i s e s , w i t h r e s i l i e n c e a n d 
common s e n s e " . T h i s i s a s t u d y o f f a m i l i e s who c o p e a s w e l l a s t h o s e who 
do n o t , a s t u d y o f f a m i l i e s who h a v e h a d e v e r y e x i s t i n g s e r v i c e a n d t h o s e 
who h a v e a v a i l e d t h e m s e l v e s o f v a r y l i t t l e . I t i s a n a t t e m p t t o l o o k a t 
a s a m p l e o f t h e w h o l e r a t h e r t h a n a s e c t i o n o f i t a n d t o l e a r n f r o m t h e 
f a m i l i e s who do c o p e w ^ a t may be r e l e v a n t t o p r o f e s s i o n a l w o r k i n g w i t h 
f a m i l i e s who e n c o u n t e r d i f f i c u l t i e s , 
nCTHODOLOGY 
T h e number o f h a n d i c a p p e d c h i l d r e n i s o n l y k n o w n a p p r o x i m a t e l y 
a l t h o u g h e v e r y d e p a r t m e n t c o n c e r n e d w a s c e r t a i n t h a t i t s f i g u r e s w e r e 
a c c u r a t e . To t r y to e s t a b l i s h a m o r e t r u e a c c o u n t o f t h e o v e r a l l s i t u * -
a t i o n i n f o r m a t i o n a b o u t h a n d i c a p p e d c h i l d r e n i n t h e a g o c a t e g o r y 0 - 1 2 
y e a r s w a s c o l l e c t e d f r o m t h e r e c o r d s o f t h e H e a l t h V i s i t o r f o r h a n d i -
c a p p e d c h i l d r e n who a t t h a t i m e o f t h e s u r v e y h a d b e e n i n t h a p o s t f o r 
e i g h t y e a r s , f r o m t h e q u e s t i o n n e i r e s o f t h e l i J e s t D e v o n r e n t a l H a n d i -
c a p p e d s u r v e y w h i c h f o r t h e y o u n g e r a g e g r o u p s w a s b a s e d p r i n c i p a l l y 
o n t h e s p e c i a l s c h o o l s r e g i s t e r s , D r , B a r n a r d Q ^ s l i s t s o f c h i l d r e n who 
h a d a t t e n d e d t h e i r n u r s e r y s i n c e i t s i n c e p t i o n a n d t h a H a n d i c a p 
R e g i s t e r s o f . P l y m o u t h S o c i a l S e r v i c e s . A l t h o u g h t h e r e s u l t i n g l i s t c a n -
n o t be c o m p l e t e i t i s p r o b a b l y t h a m o s t c o m p r e h e n s i v e i n e x i s t e n c e a n d 
r e s u l t e d i n a t o t a l o f 2 6 9 c h i l d r e n . I t w a s o r i g i n a l l y e n v i s a g e d t h a t 
I w o u l d t a k e a p p r o x i m a t e l y a q u a r t e r o f t h e t o t a l a s a s a m p l a w h i c h 
w o u l d f o r m my C o n t r a s t G r o u p a n d t h a t I w o u l d i n t e r v i e w them w i t h a 
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q u e s t i o n n a i r e * 
T h e d a t a w a s c a r d i n d e x e d * A t t h i s s t a g e i t b e c a m e i m p o r t a n t t o 
v e r i f y t h e a p p l i c a t i o n o f t h e te r ra h a n d i c a p to t h e c h i l d r e n on t h i s 
l i s t , n y d e f i n i t i o n s o f t h e t e r m i n o l o g y I u s e d a r e b a s e d o n t h e p u b -
l i c a t i o n s o f Y o u n g h u s b a n d ( 1 9 7 0 ) , H a r r i s ( 1 9 7 1 ) a n d C o u r t ( 1 9 7 6 ) . 
D e f e c t i s some i m p e r f e c t i o n , i m p a i r m e n t o r d i s o r d e r o f t h e b o d y , 
i n t e l l e c t o r p e r s o n a l i t y . 
I m p a i r m e n t i s a n a n a t o m i c a l , p a t h o l o g i c a l o r p s y c h o l o g i c a l d i s o r d e r 
w h i c h may be d e s c r i b e d i n d i a g n o s t i c o r s y m p t o m a t i c t e r m s . I t may 
c a u s a o r be a s s o c i a t e d w i t h d i s a b i l i t y s o t h a t w h i l e e v e r y d i s a b l e d 
p e r s o n h a s a n i m p a i r m e n t , n o t a l l p e o p l e w i t h i m p a i r m e n t s a r e n e c e s -
s a r i l y d i s a b l e d . 
D i s a b i l i t y i s a d e f e c t w h i c h r e s u l t s i n a l i m i t a t i o n o f p e r f o r m a n c e i n 
o n e o r more o f t h e a c t i v i t i e s w h i c h a r e g e n e r a l l y a c c e p t e d a s e s s e n t i a l 
b a s i c c o m p o n e n t s o f d a i l y l i v i n g . T h i s d o e s n o t n e c e s s a r i l y a f f e c t t h e 
i n d i v i d u a l ' s n o r m a l l i f e * 
H a n d i c a p i s a d i s a b i l i t y w h i c h f o r a s u b s t a n t i a l p e r i o d , o r p e r m a n e n t l y , 
r e t a r d s , d i s t o r t s o r o t h e r w i s e a d v e r s e l y a f f e c t s n o r m a l g r o w t h , d e v e l -
o p m e n t o r a d j u s t m e n t to l i f e * 
F u r t h e r c h e c k i n g e s t a b l i s h e d t h a t 49 o f t h e c a s e s c o u l d n o t now 
b e i n c l u d e d * O f t h e s e 3 h a d d i e d , 12 w e r e l i v i n g o u t s i d e P l y m o u t h , 2 
h a d l e f t t h e a r e a , 2 p r e v i o u s l y t h o u g h t h a n d i c a p p e d w e r e now d e e m e d to 
b e a l l r i g h t , a n d a f u r t h e r 3 0 , a l t h o u g h s t i l l h a v i n g a m i n o r i m p a i r -
m e n t , w e r e a t t e n d i n g a n d m a n a g i n g w e l l i n n o r m a l s c h o o l * T h e s o u r c e s 
f r o m w h i c h t h e d a t a w a s c o l l e c t e d i n d i c a t e d t h a t t h e r e w e r e f o u r f a i r l y 
c l e a r l y d e f i n e d c a t e g o r i e s i n t o w h i c h t h e r e m a i n i n g f a m i l i e s c o u l d be 
p l a c a d : -
( l ) F e m i l i e 3 ; w h l c h i h a d a v a i l e d t h e m s e l v e s e i t h e r c u r r e n t l y o r r e c e n t l y 
o f b o t h s u p p o r t i v e s e r v i c e s i n h a v i n g v i s i t s f r o m t h e D r . 
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B a r n a r d o ' s s o c i a l w o r k e r a n d t h e H e a l t h V i s i t o r f o r t h a h a n d i -
c a p p e d c h i l d r e n . T h e s e t e n d e d to be t h e f a m i l i e s o f t h e y o u n g e r 
h a n d i c a p p e d c h i l d , 
( 2 ) f a m i l i e s which c u r r e n t l y o r p r e v i o u s l y w e r e b e i n g c a l l e d u p o n by 
t h e s p e c i a l H e a l t h V i s i t o r , b u t h a d h a d no o t h e r k e y p r o f e s s i o n a l 
p a r s o n much i n v o l v e d , 
( 3 ) f a m i l i e s w h i c h h a d n e v e r r e c e i v e d a n y s o c i a l wo^k h e l p n o r v i s i t s 
f r o m t h e s p e c i a l i s t H e a l t h V i s i t o r a n d w o u l d h a v e l i k e d to h a v e 
h a d t h e m . O b v i o u s l y a g e n e r a l h e a l t h v i s i t o r w o u l d h a v e c a l l e d 
u p o n t h e u n d e r f i v e s b u t s h e w o u l d be l a c k i n g i n e x p e r t k n o w l e d g e 
o f t h e h a n d i c a p , 
( 4 ) f a m i l i e s w h i c h h a d n e v e r h a d s o c i a l w o r k o r s p e c i a l i s t h e a l t h 
v i s i t i n g a n d w o u l d n o t h a v e w i s h e d to h a v e h a d i t . 
C a t e g o r i e s ( 3 ) a n d ( 4 ) w e r e e s t a b l i s h e d by r e f e r e n c e to t h e U i e s t 
D e v o n n e n t a l H a n d i c a p p e d S u r v e y q u e s t i o n n a i r e f o r m s a n d a l t h o u g h m e n t a l 
a n d m u l t i p l e h a n d i c a p f a r o u t w e i g h t h o s e o f p u r e p h y s i c a l h a n d i c a p , 
t h e s e c a t e g o r i e s m u s t be r e g a r d e d a s s l i g h t l y i n a c c u r a t e b e c a u s e t h e y 
w o u l d n o t b e i n c l u d i n g t h e v e r y s m a l l n u m b e r s o f p u r e l y p h y s i c a l l y 
h a n d i c a p p e d . I t w a s i m p o r t a n t t h a t t h e s a m p l e w a s n o t o v e r w e i g h t e d by 
f a m i l i e s p r e d o m i n a n t l y f r o m o n e g r o u p , f r o m t h e 2 2 0 c h i l d r e n r e m a i n i n g 
a c o n t r o l l e d r a n d o m s a m p l e w a s t a k e n s o t h a t o f t h e f i n a l 60 f a m i l i e s 
1 5 s h o u l d come f r o m e a c h o f t h e s e g r o u p s , 
I d i d a p i l o t r u n o f t h e q u e s t i o n n a i r e ( A p p e n d i x A ) w i t h a g r o u p 
o f p a r e n t s f r o m t h e S t , N i c h o l a s n u r s e r y , a n d a f t e r m a k i n g a f ew 
m i n o r a l t e r a t i o n s , I p r o c e e d e d w i t h t h e m a i n s u r v e y . I n i t i a l l y I 
w r o t e to 7 4 o f t h a f a m i l i e s e n c l o s i n g a r e p l y s l i p a n d a s t a m p e d 
a d d r e s s e d e n v a l o p e . O f t h o s e c o n t a c t e d , 46 r e p l i e d t h a t t h e y w o u l d 
b e w i l l i n g to p a r t i c i p a t e a n d 3 s a i d t h e y w o u l d p r e f e r n o t to b e 
i n v o l v e d . I t h a n f u r t h e r c o n t a c t e d t h o s e f r o m whom I h a d n o t h e a r d 
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a n d d i s c o v e r e d t h a t 2 h a d l e f t t h e a r e a , f o u r d i d n o t w i s h t o do t h e 
q u e s t i o n n a i r e b u t t h e r e s t w e r e w i l l i n g t o t a k e p a r t . F r o m t h e s e I t o o k 
a n o t h e r 1 4 to make t h e t o t a l up t o 6 0 . 
T h e i n t e r v i e w s u e r f f i c a r r i e d o u t b ^ w e e n O a c e m b ^ 1 9 7 6 - a n d d a r c h 1 9 7 7 . 
w e r e i n t h e e v e n i n g s a n d e a c h t o o k a t l e a s t a n h o u r a n d soma w e r e v e r y 
m u c h l o n g e r . A l t h o u g h b o t h p a r e n t s w e r e i n v i t e d t o p a r t i c i p a t e t h i s w a s 
n o t a l w a y s p o s s i b l e m o s t l y d u e t o t h e r e b e i n g a h i g h p r o p o r t i o n o f n a v a l 
f a t h e r s who w e r e away a t s e a . A t t h e t i m e o f t h e s u r v e y 11 w e r e a t s e a . 
I n f a c t o n l y 40 s e t s o f p a r e n t s w e r e s e e n t o g e t h e r , a n d 1 8 m o t h e r s a n d 2 
f a t h e r s w e r e s e e n a l o n e . F o r t h i s r e a s o n some o f t h e a n s w e r s f o r t h e 
f a t h e r s h a v e h a d t o r e m a i n b l a n k . U n l e s s t h e c o m p e t i n g n o i s e o f t e l e -
v i s i o n o r g e n e r a l f a m i l y l i f e w a s t o o g r e a t e a c h f a m i l y w a s a s k e d i f 
t h e y w o u l d a g r e e t o t h e i n t e r v i e w b e i n g t a p e r e c o r d e d . O n l y o n e m o t h e r 
s a i d t h a t s h e w o u l d f e e l l e s s i n h i b i t e d I f t h e t a p e r e c o r d e r w a s n o t 
s w i t c h e d o n . I d i d e x p l a i n t o p a c e n t a t h a t I w o u l d be t h e o n l y p a r s o n 
who w o u l d l i s t e n to t h e t a p e a n d t h a t i t w a s a s e c o n d c h e c k o n t h e 
a c c u r a c y o f t h e i n f o r m a t i o n I h a d w r i t t e n d o w n . T h e t a p e r e c o r d e r w a s 
a s m a l l p o r t a b l e o n e w h i c h w a s l e f t u n o b t r u s i v e l y o n t h e f l o o r a n d i n 
no w a y d i d i t a p p e a r to r e s t r a i n p e o p l e i n w h a t t h e y w a n t e d to s a y . 
O n e c o u p l e h a d a v i o l e n t a r g u m e n t d u r i n g t h e i n t e r v i e w a n d o b v i o u s l y , 
a t l e a s t m o m e n t a r i l y , w e r e o b l i v i o u s o f t h e f a c t t h a t w h a t t h e y w e r e 
s a y i n g w a s b e i n g r e c o r d e d . A s s o o n a s p o s s i b l e a f t e r t h a t i n t e r v i e w I 
p l a y e d b a c k t h e t a p e r e c o r d i n g , made d e t a i l e d n o t e s o n w h a t h a d b e e n 
s a i d a n d w r o t e down p a r t i c u l a r l y r e l e v a n t q u o t a t i o n s , t h e n s c r u b b e d 
t h e i n t e r v i e w f r o m t h e t a p e a s I h a d p r o m i s e d to a l l t h e p a r e n t s t h a t 
I w o u l d d o . A p a r t f r o m t h e f a c t t h a t t a p e r e c o r d i n g e n a b l e d me t o 
o b t a i n r i c h d a t a i t a l s o m e a n t t h a t I k e p t m o n i t o r i n g my own i n t e r -
v i e w i n g t e c h n i q u e s . Q u a n t i t a t i v e d a t a w a s t r a n s f e r r e d to w o r k s h e e t s 
w h i c h f a c i l i t a t e d a s p e e d i e r a n d m o r a a c c u r a t e h a n d l i n g o f f a c t s . 
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T h e d i s t r i b u t i o n by a g e o f t h e h a n d i c a p p e d c h i l d r e n ( F i g . 1 ) 
i l l u s t r a t e s t h e f a l l i n t h e n u m b e r o f h a n d i c a p p e d c h i l d r e n w h i c h 
may r e f l e c t t h e f a l l i n g n a t i o n a l b i r t h r a t e . 
T h e r e a r e many m o r a h a n d i c a p p e d c h i l d r e n a g e d 8 , 9 a n d 10 a n d 
t h i s c o i n c i d e s w i t h t h e y e a r s o f a c t i v e s u r g i c a l t r e e t m a n t o f c h i l d r e n 
b o r n w i t h s p i n e b i f i d a . T o d a y t h e a p p a r e n t t r e n d w i t h i n t h e m e d i c a l 
p r o f e s s i o n i s t o w a r d s n o t t r e a t i n g b a d s p i n a b i f i d a s b e c a u s e t h e 
q u a l i t y o f l i f e f o r them i s s o p o o r . The s a m p l e d i d p i c k up s e v e r a l 
f a m i l i e s w h i c h a r e l a r g e by m o d e r n d a y s t o n d a r d s ( F i g . 2 ) a n d t h i s h s s 
r e s u l t e d i n t h e a v e r a g e s i z e o f t h e f a m i l y i n t h e s a m p l e b e i n g 3 w h i c h 
i s s l i g h t l y h i g h e r t h a n t h e n a t i o n a l a v e r a g e f o r a l l f a m i l i e s . G r o u p 
1 ( s e e p a g e 2 2 f o r d e f i n i t i o n ) h a s a n a v e r a g e a g e o f h a n d i c a p p e d c h i l d 
o f 4 y e a r s a n d f a m i l y s i z e o f 2 . 5 ; i n G r o u p 2 t h e a v e r a g e a g e I s 5 a n d 
t h e f e m i l y s i z e i s 3 . G r o u p 3 h e s e n a v e r a g e a g e o f 9 . 8 a n d f a m i l y 
s i z e o f 2 . 9 a n d i n G r o u p 4 t h e a v e r a g e a g e i s 8 . 9 a n d f a m i l y s i z e i s 
3 . 6 . ( F i g . 3 ) . 
G r o u p 1 2 3 4 
1 
T o t a l 
1 
i 
S i z e j 2 . 5 3 . 0 2 . 9 
1 i 
3 . 6 j 3 . 0 
Age 4 . 0 5 . 0 9 . 8 8 . 9 6 . 9 
F i g . 3 
S I Z E OF F A M I L Y AND AV/ERACZ AGE OF HANDICAPPED C H I L O 
IN EACH GROUP. 
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The v e r y d i f f e r e n t a v e r a g e a g e o f t h e c h i l d r e n i n t h e f o u r 
c a t a g o r i e e may w a l l r e f l e c t t h e c h a n g i n g p a t t e r n s o f a v a i l a b i l i t y o f 
s e r v i c e s * T h e s e f i g u r e s ( F i g . 3 ) s u g g e s t t h a t t h o s e f a m i l i e s who h a d 
n o h e l p h a v e t h e o l d e r c h i l d r e n ; t h o s e who h a v e h a d o r h a v e i t a r e w i t h 
t h e y o u n g e r c h i l d r e n * S u c h a t r e n d m i g h t i n d i c a t e t h a t t h e s e r v i c e s a r e 
r e l a t i v e l y new e n d e x p a n d i n g * 
I n 11 f a n i l i e s t h e h a n d i c a p p e d c h i l d w a s t h e o n l y o n e e n d i n 
a n o t h e r 31 s i t u a t i o n s h e / s h e w a s t h e y o u n g e s t c h i l d * E i g h t e e n f a m i l i e s 
h a d a f u r t h e r p r e g n a n c y a f t e r h a v i n g a h a n d i c a p p e d c h i l d . The p a r e n t s 
i n 5 5 f a m i l i a a w a r e l i v i n g t o g a t h a r , 3 m o t h e r s h a d r e m a r r i e d a n d 2 
m o t h e r s w e r e b r i n g i n g up t h e i r c h i l d r e n o n t h e i r o w n * A l l 60 m o t h e r s 
w e r e s t i l l a c t i v e l y c a r i n g f o r t h e i r h a n d i c a p p e d c h i l d , a l t h o u g h i n 
aoma a i t u e t i o n a t h e h a n d i c a p w a s s o s e v e r e t h a t t h e c h i l d h a d t o b e 
a w a y f r o m h o o a f o r some o f t h e t i m e * I n 11 f a m i l i e s t h e p a r e n t s w a r e 
o v e r f o r t y b u t t h e r a a t w a r e y o u n g a r a n d m o a t w e r e i n t h e i r t u a n t i a s * 
R e a r i n g a h a n d i c a p p e d c h i l d r e q u i r e s a g r e a t d e a l o f t i m e a n d m a k e s 
t r e m e n d o u s d e m a n d s e m o t i o n a l l y a n d p h y s i c a l l y t h a b u r d e n o f w h i c h 
i n e v i t a b l y f a l l s m o s t l y u p o n t h e m o t h e r . F i v e o f t h e f a t h e r s w e r e 
s a i d by t h e i r w i v e s t o h a v e f o u n d t h e s t r e s s o f h a v i n g a h a n d i c a p p e d 
c h i l d a l l t o o m u c h a n d h a d l e f t t h e f a m i l y a t a n e a r l i e r d a t a . A n o t h e r 
two w e r e o n t h e p o i n t o f g o i n g * A l t h o u g h t h e n a t u r e o f t h e i r e m p l o y -
m e n t m e a n t t h a t s e v e r a l f a t h e r s h a d to w o r k l o n g h o u r s o r be a w a y a t 
s e a f o r l e n g t h y p e r i o d s , f o r soma t h i s w a s a m e a n s o f e s c a p e f r o m a 
s i t u a t i o n w h i c h t h a y f o u n d t o b e s o m e w h a t d i s t r e s s i n g * O t h e r s d e v e l o p e d 
a n a c t i v e s o c i a l l i f e f o r t h e e v e n i n g s . O n e f e t h e r s a i d ; 
" I go t o t h e pub m o s t e v e n i n g s b e c a u s e i t g e t s me 
down* The w i f e i s v e r y p a t i e n t b u t s h e d o e s t a k e 
i t o u t o n me a b i t . " 
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T E L L I N G PARENTS THAT T H E I R C H I L O I S HANDICAPPED 
C a p l a n ( 1 9 6 1 ) a n d L o n a s ( 1 9 6 7 ) b o t h r e g a r d p r e g n e n c y a s a p e r i o d 
o f s u s c e p t i b i l i t y to c r i s i s . U h e n n o r m a l p r e g n a n c y r e s u l t s i n t h e 
b i r t h o f a c h i l d who i s i m p a i r e d c r i s i s a l m o s t i n e v i t a b l y e n s u e s , 
P a r e n t s s u d d e n l y h a v e t o m a k e e n o r m o u s p r a c t i c a l a n d p s y c h o l o g i c a l 
a d j u s t m e n t s o n a v a r i e t y o f d i f f e r e n t l e v e l s . T h e t i m e l a g b a t w a a n t h e 
e v e n t a n d t h e e m o t i o n e l a c c e p t a n c e o f t h e e v e n t may be m a r k e d by t u o 
d i s t i n c t r e a c t i o n s - s h o c k a n d d e n i a l . P a r e n t s e x p e r i e n c e g r i e f , 
f r i g h t , a n x i e t y , h o r r o r , g u i l t a n d s h a m e , e l l o f w h i c h a r e n e g a t i v e 
a m o t i o n s i n r e s p o n s e to t h e n e g e t i v e a s p e c t s o f h a n d i c a p . A l t h o u g h 
t h e s e e r e l i k e l y to p r e v a i l i n i t i a l l y a n d o f t e n f o r a v e r y l o n g t i m e 
t h e y a r e n o t u n m i x e d w i t h some j o y o f c h i l d b i r t h . I t i s l i k e l y t h a t 
t h e r e w i l l be a n a r o u s a l o f two i n c o m p a t i b l e s e t s o f d e s i r e s . On t h e 
o n e h a n d t h e y w a n t t o n u r s e a n d p r o t e c t t h e c h i l d b e c a u s e i t i s t h e i r 
o w n , a n d o n t h e o t h e r t h e y w a n t t o r e j e c t i t b e c a u s e i t i s d e f o r m e d . 
F o r t h e c h i l d t o h a v e a r e a s o n a b l y h e a l t h y u p b r i n g i n g a b a l a n c e n e e d s 
t o b e f o u n d b e t w e e n t h e two c o n f l i c t i n g d e s i r e s a n d h e l p may be n e e d e d 
h e r e o s o t h e r w i s e t h e o u t c o m e f r e q u e n t l y i s e x t r e m e . E i t h e r e v e r y 
e f f o r t i s made t o g e t t h e c h i l d i n t o a n i n s t i t u t i o n w h i c h may be 
a s y m p t o m o f t o t a l r e j e c t i o n o r t h e p a r e n t s b e c o m e s o u t t e r l y d e v o t e d 
t o t h e c h i l d a n d h i s c a r e t h a t h e , a n d t h e r e s t o f t h e f a m i l y , s u f f e r 
a c o n d i t i o n w h i c h i s s o m e t i m e s r e f e r r e d t o a s ' h y p e r p a e d i a f i l i a 
O b v i o u s l y t h e a c t u a l c o n v e y i n g o f t h e i n f o r m e t i o n a b o u t h a v i n g a 
h a n d i c a p p e d c h i l d a n d t h e h e l p g i v e n a t t h i s s t a g e may h a v e l o n g t e r m 
c o n s e q u e n c e s f o r t h e o v e r a l l a c c e p t a n c e o f t h e s i t u s t i o n . A s p e r h e p s 
i s t o be e x p e c t e d t h e p a r e n t s r e m e m b e r e d v e r y c l e a r l y who i t w a s who 
t o l d them a b o u t t h e i r c h i l d . P o s s i b l y w i t h t h e p a s s a g e o f t i m e a n d 
t h e d i s p l a c e d a n g e r o f t h e c r i s i s , p a r e n t s r e m e m b e r l e s s c l e a r l y w h a t 
w a s s a i d , b u t t h e i r r e c o l l e c t i o n s t e n d to be p r e d o m i n a n t l y n e g a t i v e 
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a n d s e e m i n g l y some s i t u a t i o n s w e r e h a n d l e d r a t h e r i n s e n s i t i v e l y . 
O f t h e t o t a l , 68% o f t h e m o t h e r s a n d Z7% o f t h e f a t h e r s w e r e t o l d 
by t h e d o c t o r a t t h a h o s p i t a l , A f u r t h e r 6>i o f t h e m o t h e r s a n d a m u c h 
h i g h e r p e r c e n t a g e o f t h e f a t h e r s - 42;^ - w e r e t o l d by t h e i r s p o u s e s . 
O n l y 28:^0 o f t h e m o t h e r s a n d 33% o f t h e f a t h e r s w e r e t o l d w i t h t h e i r 
s p o u s e w h e r e a s 56% o f t h e m o t h e r s a n d o f t h e f a t h e r s w e r e t o l d o n 
t h e i r o w n . O v e r a l l 10% o f t h e p a r e n t s f e l t t h a t t h e y h a d n e v e r b e e n 
t o l d , a n d t h e r e m a i n i n g few l e a r n e d o f t h e i r c h i l d * s c o n d i t i o n f r o m a 
m i d w i f e , e d u c a t i o n a l p s y c h o l o g i s t o r t h e p h y s i o t h e r a p i s t , tJhen a s k e d 
i f t h e y h a d b e e n t o l d a t t h e r i g h t t i m e 5^% o f t h e m o t h e r s a n d 4 5 % o f 
t h e f a t h e r s t h o u g h t t h e y h a d , b u t 36% o f t h e m o t h e r s a n d 28;^ o f t h e 
f a t h e r s t h o u g h t n o t . A l l who w e r e c r i t i c a l s a i d o n e o r b o t h o f two 
t h i n g s ; t h e y s h o u l d h a v e b e e n t o l d e a r l i e r ( n o b o d y s a i d t h a t t h e y h a d 
b e e n t o l d t o o s o o n ) a n d t h e y s h o u l d h a v e b e e n w i t h t h e i r s p o u s e . Some 
a c k n o w l e d g e d t h a t t h i s w a s n o t a l w a y s f e a s i b l e , f o r e x a m p l e , i n 
s i t u a t i o n s when a h u s b a n d w a s a w a y a t s e a , b u t t h e r e w a s r e s e n t m e n t 
w h e n a w i f e had b e a n t o l d on h e r own i n t h e w a r d d u r i n g t h a d a y w h e n 
i t w a s known t h a t t h e h u s b a n d w o u l d b e c o m i n g to v i s i t i n t h e e v e n i n g . 
N e a r l y h a l f o f t h a m o t h e r s ( 4 3 % ) a n d 30% o f t h e f a t h e r s b e l i e v e d t h a t 
t h e y h a d b e e n t o l d o n l y o n c e . 
Some c o n d i t i o n s a r e o b v i o u s f r o m b i r t h o r v e r y s o o n a f t e r w a r d s , 
D o w n ' s s y n d r o m e , s p i n a b i f i d a , e x t e r n e l c o n g e n i t a l d e f o r m i t i e s e n d 
h e a r t c o n d i t i o n s may a l l b e r e c o g n i s e d e a r l y . O t h e r c o n d i t i o n s o n l y 
g r a d u a l l y b e c o m e a p p a r e n t w h e n a c h i l d i s s l o w i n r e a c h i n g h i s * m i l e -
s t o n a s ' ( m e d i c a l t e r m i n o l o g y f o r t h e l a n d m a r k s i n t h e d e v e l o p m e n t a l 
s t a g e s ) a n d t h i s i s i n v e s t i g a t e d . Soma b a b i e s h a v e p r o b l e m s i n t h e 
n e o n a t a l p e r i o d a n d t h e r e i s a q u e s t i o n m a r k o v e r them u n t i l e v i d e n c e 
o c c u r s to c o n f i r m t h e s i t u a t i o n e i t h e r w a y . T h e f o l l o w i n g e x t r a c t s 
f r o m p a r e n t s ' c o m m e n t s a b o u t b e i n g t o l d r e f l e c t w h a t t h a y r e m e m b e r e d 
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a n d f e l t a b o u t t h e i r e x p e r i e n c e s w h i c h r a n g e f r o m s e e m i n g to h a v e b e e n 
d o n e w i t h c a v a t o b e i n g q u i t e i n s e n s i t i v e . I n t h e s e c a s e s t h e h a n d i -
c a p w a s a p p a r e n t a t b i r t h . 
P a r e n t s o f a f i v e y e a r o l d s o n who w a s v e r y s e v e r e l y h a n d i c a p p e d 
f r o m b i r t h : 
" D o c t o r s a i d , "I am g o i n g to p a i n t a b l a c k p i c t u r e . 
I d o n * t b e l i e v e i n t a i l i n g p e o p l e i t i s g o i n g to 
be a l l r i g h t w h e n i n my h e a r t o f h e a r t s I k n e w t h a t 
i t i s n o t . Ha w i l l b e h a n d i c a p p e d . ' B u t i t w a s 7 
m o n t h s b e f o r e a n y o n e knew t h a t he h a d a m a l i g n a n t 
b r a i n t u m o u r . " 
P a r e n t s o f e t e n y e a r o l d s o n w i t h D o w n ' s s y n d r o m e : 
" D o c t o r s a i d t h a t he w a s a m o n g o l w i t h a h e a r t 
c o n d i t i o n . W e ' v e k n o w n f r o m t h e v e r y b e g i n n i n g . 
H e ' s a l w a y s b e e n v e r y s t r a i g h t w i t h ma a n d t o l d 
m e . e v e r y t h i n g . I t h i n k we h a v e a c c e p t e d i t b e t t e r 
t h r o u g h k n o w i n g a t t h e b e g i n n i n g . " 
M o t h e r o f a two y e a r o l d b o y : 
" I ' m s o r r y w e ' v e g o t t o s e n d S t e p h e n to t h e 
S p e c i a l C a r e B a b y U n i t ; h e ' s l o s t s o m u c h w e i g h t . 
A s y o u know h e ' s g o t o n e e y e s m a l l e r t h a n t h e 
o t h e r , we t h i n k he i s b l i n d , h e ' s g o t a h a r e l i p , 
a c l e f t p a l a t e , a b a d h e a r t . The t e a r s w e r e j u s t 
r u n n i n g o u t o f my e y e s , I a s k e d t h e d o c t o r i f 
S t e p h e n w o u l d e v e r b e n o r m a l a n d h a s a i d do y o u 
mean p h y s i c a l l y o r m e n t a l l y a n d I s a i d b o t h . He 
s a i d no he i s n o t g o i n g to be n o r m a l e i t h e r w a y , " 
P a r e n t s o f a t h r e e y e a r o l d d a u g h t e r who h a d b e e n b o r n i n L o n d o n : 
" T h e y c o n t i n u e d to t a k e h e a d m e a s u r e m e n t s a n d 
w h a n I a s k e d w h y , t h e y s a i d , ' O h w e ' r e j u s t 
c h e c k i n g . ' Uihan we c a m e down h a r e t h e y w e r e 
s u r p r i s e d t h a t we d i d n o t k n o w . A l l we w e r e 
t o l d w a s t h a t s h e w a s p r e m a t u r e a n d w o u l d be 
s l o w c a t c h i n g u p . Nobody t o l d u s i n b l a c k a n d 
w h i t e t h a t s h e w a s m e n t a l l y h a n d i c a p p e d . " 
M o t h e r o f a t e n y e a r o l d v e r y s e v e r e l y h a n d i c a p p e d s o n . A s a 
c h i l d s h e h e r s e l f h a d b e e n i n c a r e a n d s o w a s l a c k i n g i n f a m i l y 
s u p p o r t . H e r h u s b a n d w a s i n t h e N a v y , 
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"Ha u a s two m o n t h s p r e m a t u r e a n d v e r y J a u n d i c a d * Ha 
w a s t r a n s f u s e d t w i c e a n d t h e n s e n t t o C- w h e r e a 
s h u n t w a s f i t t e d * T h e d o c t o r s a i d t h a t h a m i g h t b e 
a b i t s l o w b u t o t h e r w i s e a l l r i g h t a n d we t h o u g h t 
t h a t U i l l i a m w a s g o i n g t o b e O . K . He w e n t f o r a c h e c k 
up a t G when h a w e s a y e e r . The d o c t o r t h e r e s a i d , 
»when t h e i r c o m p u t e r ( t h a t ' s w h a t to c a l l e d t h o b r a i n ) 
i s a s b a d l y d a m a g e d a s i s h i s l e t ' s f a c e i t h e ' l l 
n e v e r b e a n y g o o d t o a n y o n e . * Nobody t o l d u s t h a t i t 
w a s a s b a d a s t h i s , n o b o d y s a t down a n d t o l d u s w h a t 
w a s g o i n g o n * I c a m e o u t a n d p u t l i i i l l i a m i n h i s 
l i t t l e p u s h c h a i r a n d w a l k e d t h e f i v e m i l e s home a n d 
I c r i e d a l l t h e w a y * " 
n o r e t h a n o n e m o t h e r r e m e m b e r e d b e i n g p u t i n t o a r o o m o n h e r o w n , 
t h e r e a s o n f o r w h i c h i s h a r d t o u n d e r s t a n d b u t i t m i g h t h a v e b e e n t h a t 
by p u t t i n g t h a p r o b l e m o u t o f s i g h t t h e s t a f f c o p e d w i t h t h e i r own 
f e e l i n g s a n d w i t h t h e i r w i s h n o t t o h e v a o t h e r p a t i e n t s u p s a t * 
" I w a s i n a room o n ray o w n * I w a s c r y i n g . I ' d 
l o o k e d a t h i m a n d I knew t h a t s o m e t h i n g w a s 
w r o n g . T h e n u r s e c a m e i n a n d w e n t f o r t h e d o c t o r . 
He s a i d , y e s I d i d h a v e a m o n g o l * T h e y g a v e me 
s i x t r s n q u i l l i s o r s a n d s e n t me home t h e n e x t d a y * " 
A n o t h e r m o t h e r o f a n e i g h t y e a r o l d s o n who w a s h a r s i x t h c h i l d 
a n d b o r n w i t h s p i n a b i f i d a : 
" I k n e w s o m e t h i n g w a s w r o n g b e c a u s e w h e n t h e o t h e r s 
w e r e b o r n I h a d n a t u r a l b i r t h s , no g a s o r w h a t e v e r 
a n d w h e n he w a s b o r n t h e r e w a s no c r y . S i s t e r 
g r a b b e d h i m a n d t o o k h i m a w a y a n d moved me i n t o a 
p r i v a t e r o o m * I w o n d e r e d w h y . I w a s p u t i n a room 
o n my own i n s t e a d o f w i t h t h e o t h e r m o t h e r s . ' * 
F o r t h o s e p a r e n t s w h e r e t h e c h i l d ' s h a n d i c a p b a c a o a a p p a r e n t 
l a t e r t h e t e l l i n g w a s u s u a l l y e v e n m o r e t r a u m a t i c a n d t h e s c a r s o f i t 
s t i l l v e r y a p p a r e n t . T h e s e p a r e n t s h a d b o n d e d to a n o r m a l c h i l d 
b e l i e v i n g t h i s t o b e w h a t t h e y h a d g o t . T h e n t h a y l e a r n e d t h e t t h e i r 
c h i l d w a s h a n d i c a p p e d a n d f o r them i t w a s much h a r d e r t o a c c e p t a n d 
t h e y f e l t much b i t t e r n e s s a n d a n g e r w h i c h t h e y o f t e n d i r e c t e d t o w a r d s 
t h e m e d i c a l p r o f e s s i o n a n d o t h e r s . 
r i o t h e r o f a s e v e r e l y h a n d i c a p p e d s e v e n y e a r o l d s o n : 
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* ' T h a y t o l d ma t h a t I h a d a p a r f a c t l y n o r m a l 
boy b u t t h e y n a v a r l a t me s e a h i m f o r t h r e e 
d a y s . He w a s n i n e m o n t h s o l d a n d n o t d o i n g a 
t h i n g s o o u r G . P , s e n t u s to D r . - • Ha d i d 
some t e s t s a n d s a i d t h a t t h e r a t i iare a b n o r m a l i t i e s 
o f t h e s p i n e a n d a c l e f t p a l a t a « T h e n h e s a i d , 
* y o u knctd h a w a s b r a i n d a m a g e d , ' Ue d i d n ' t b e c a u s e 
he h a d n ' t t o l d u s . " 
n o t h e r o f a n o t h e r s e v e n y e a r o l d s o n : 
" U e w e r e a l w a y s g o i n g t o t h e h o s p i t a l f o r c h e c k 
u p a b e c a u s e o f t h e b a d b i r t h . I t w a s a l l v a r y 
v a g u e , I f a i t t h a t s o m e t h i n g w a s w r o n g a n d I 
w o r r i e d a b o u t i t « I d i d n ' t l i k e t o c o n f i d e i n 
my h u s b a n d o r p a r e n t s b e c a u s e I t h o u g h t i t w a s 
j u s t my i m a g i n a t i o n a n d r e a l l y y o u b o t t l e t h i n g s 
up i n s i d e i n s t e a d o f t a l k i n g t o p e o p l e w h i c h c a n 
h e l p a l o t . D o c t o r s t e n d t o t r e a t y o u a s c h i l d r e n 
a n d w e ' r e n o t c h i l d r e n a n d c a n ' t b a h a v a a s 
c h i l d r e n . I t ' s k i n d e r t o t e l l y o u a l l t h e p o s s i -
b i l i t i e s , " 
n o t h e r o f a n e i g h t e e n m o n t h o l d s o n w i t h a n h e r e d i t a r y h a n d i c a p 
" I u s a d to go to t h e w e l f a r e c l i n i c e v e r y f o r t -
n i g h t a n d s a y s o m e t h i n g i s w r o n g w i t h K e v i n — he 
w o b b l e s h i s h e a d . And t h e y s a i d , no h e ' s j u s t l a z y 
i n h i s b a c k a n d k e p t o n u n t i l he w a s s e v e n m o n t h s 
a n d t h e n I t h o u g h t , ' d a r n i t ' a n d w a n t t o s e e my 
own d o c t o r a n d he s e n t ma to a s p e c i a l i s t . T h e 
c l i n i c s a i d I w a s b e i n g d a f t . " 
r i o t h e r o f a n i n e y e a r o l d d a u g h t e r : 
" T h a t ' s o n e g r o u s e I ' v e g o t - t h e y l e t ma f i n d 
o u t f o r m y s e l f . Nobody t o l d me i n s o many w o r d s . 
I d i d a s k t h e d o c t o r a t t h e c l i n i c o n e d a y w h y 
t h e y d i d n ' t t e l l ma a n d h e s a i d s o many m o t h e r s 
w o n ' t a c c e p t t h e f a c t t h a t t h e i r c h i l d i s m e n t a l l y 
h a n d i c a p p e d a n d g e t i n a t e m p e r w h a n t h e y a r e t o l d 
t h a t h e w o u l d r a t h e r t h a t t h e y f o u n d o u t f o r t h e m -
s e l v e s . I w o u l d m u c h r a t h e r h a v e b e e n t o l d t h a t 
S h e i l a w a s m e n t a l l y h a n d i c a p p e d r a t h e r t h a n b a g i v e n 
f a i r y t a l e s t h a t s h e i s p r o b a b l y a l l r i g h t . " 
S o m e t i m e s i t h a s n o t b e e n a p p a r e n t to t h e p a r e n t s a n d i s n o t 
f o r m a l l y a c k n o w l e d g e d u n t i l s c h o o l t i m e . I n t h e f i r s t e x a m p l e , t h a 
l i t t l e g i r l w a s a f a i r l y h i g h - g r a d e D o w n ' s s y n d r o m e , t h a t e n t h 
c h i l d i n t h e f a m i l y a n d b o r n w h e n t h e p a r e n t s w e r e w e l l i n t o m i d d l e 
a g e . 
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"Ida t h o u g h t t h a t s h e w a s o n l y b a c k u i a r d ; u e 
n e v a r d r a a m a d a n y t h i n g l i k e t h i s , U a h a d a 
l e t t a r f r o m t h e s c h o o l d o c t o r s a y i n g t h a t s h e 
m a s n o t u e l l e n o u g h t o go t o o r d i n a r y s c h o o l 
a n d h a d to go t o t h a m e n t a l l y h a n d i c a p p e d s c h o o l * 
Ua h a d n e v e r t h o u g h t o f h a r b e i n g m e n t a l l y 
h a n d i c a p p e d . " 
p a r e n t s o f a h a n d i c a p p e d boy u h o h a d b e e n b o r n to tham i n t h e i r 
l a t e t e e n s : 
" T h e f i r s t t h a t uie r e a l i s e d h e u a s m e n t a l l y 
h a n d i c a p p e d w a s w h e n i t w a s t i m e f o r h i m 'to g o 
t o s c h o o l . The d o c t o r w r o t e a n d s a i d t h a t he 
w a s to go to s p e c i a l s c h o o l . " 
O c c a s i o n a l l y p a r e n t s had to r a s o r t to m o r e c l a n d e s t i n e w a y s o f 
f i n d i n g o u t a b o u t t h e i r c h i l d : 
"ilia d i d n ' t s u s p e c t t h a t a n y t h i n g w a s w r o n g ; 
n o b o d y t o l d u s . I n t h e e n d wa s t e a m e d o p e n 
a l e t t e r f r o m t h e E d u c a t i o n a l p s y c h o l o g i s t -
t h a t w a s how u a knew t h a t h a w a s s e v e r e l y 
m e n t a l l y h a n d i c a p p e d , " 
"Ue r e a d * ? g a r g o y l i s m * o n t h e P a t h . L a b , f o r m 
s h e g a v e u s . I t f r i g h t e n e d t h e l i f e o u t o f u s . 
I w e n t to t h a l i b r a r y a n d r e a d i t u p . " 
T h e s e c o m m e n t s f r o m t h e p a r e n t s , w h i c h i n some i n s t a n c e s w e r e made 
s e v e r a l y e a r s a f t a r t h e a c t u a l t a i l i n g h a d t a k e n p l a c e , show a c o n -
s i d e r a b l e a m o u n t o f c r i t i c i s m o f t h e e v a s i o n s , t h e c r u d e n e s s a n d 
t h e d e l a y i n g i v i n g t h a i n f o r m a t i o n w h i c h t h e y s t i l l r e s e n t e d s t r o n g l y . 
C e r t a i n l y many p a r e n t s f e l t t h e i n s e n s i t i v e way t h e y w e r e t o l d a b o u t 
t h e i r c h i l d ' s c o n d i t i o n h u r t them m u c h m o r a t h a n d i d t h e f a c t t h a t 
t h e y h a d a c h i l d who w a s h a n d i c a p p e d . T h e y r e c o g n i s e d t h a t t h e h a n d i -
c a p w a s s o m e t h i n g t h a t c o u l d n o t b e c h a n g e d , a n d h a d to b a a c c e p t e d , 
b u t t h e y a l s o knew t h a t t h a way t h e s h a t t e r i n g i n f o r m a t i o n i s g i v e n 
c a n a l w a y s be i m p r o v e d u p o n . F r o m t h a c o m m e n t s o f t h e s e p a r e n t s t h a 
i m p l i c a t i o n i s t h a t t h e t a i l i n g n e e d s to b a d o n e k i n d l y , d i r e c t l y a n d 
a s s o o n a s p o s s i b l e , a n d I b e l i e v e i t i s r i g h t f o r p a r e n t s t o be 
c r i t i c a l o f t h o s e who do n o t a c h i e v e t h i s , I w o u l d go f u r t h e r a n d 
s u g g e s t t h a t p r o f e s s i o n a l p e o p l e s h o u l d be v i g i l a n t s o t h a t i n w h a t 
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t h a y do a n d s a y t h a y do n o t i n j u r e f u r t h e r p e o p l e who h a v e r e c e i v e d 
o n e o f l i f e ' s h a r d e s t k n o c k s * 
A l t h o u g h n e i t h e r I n o r t h e s e p a r e n t s w o u l d a r g u e t h a t t h e i r c o m r o e n t f f 
aZEB s i t i z n e l y a c c u r a t e n o r i n d e e d a t t i m e s j u s t i f i a b l e , t h e y a r e b a s e d 
o n s t r o n g l y f e l t a m o t i o n s a n d a s s u c h a r e w o r t h y o f c o n s i d e r a t i o n * 
I n t e r e s t i n g l y t h e s e p a r e n t s g e n e r a l l y s e e m to b e m o r a a c c e p t i n g o f 
t h e f a i K i r e s o f N a t u r e a n d l e s s t o l e r a n t o f t h e s h o r t c o i o i n g s o f t h e i r 
f a l l o w men p a r t i c u l a r l y s o w h e n t h i s c a n be f o c u s s a d o n a n i n d i v i d u a l 
o n e * li /hen t h e l a t t e r h u r t tham i t a p p e a r s to t a k e much l o n g e r f o r t h e 
w o u n d t o h e a l a n d t h e b i t t e r n e s s k e e p s e r u p t i n g a n d p e r h a p s p r e v e n t s 
t h a s c a r s f a d i n g * 
P A R E N T A L R E A C T I O N TP HAUING A HANDICAPPED C H I L D 
Some p a r e n t s t a l k e d a b o u t n o n - ^ c c a p t a n c e o f t h a l r s i t u a t i o n : 
" H a f o u n d rtary v e r y d i f f i c u l t t o a c c e p t t o 
s t a r t w i t h * F o r many y e a r s he d i d n ' t t a l l a n y 
o f t h e man a b o u t h e r * W a l l now t h e y a l l know 
a n d i t s m u c h n i c e r * I a l w a y s t a l l p e o p l e b u t 
i t s o n l y r e c e n t l y t h a t he h a s b e a n a b l e t o do 
t h a t * " 
"Ply f i r s t h u s b a n d c o u l d n o t a c c e p t K e i t h a n d 
c o u l d n o t a c c e p t t h a r e s p o n s i b i l i t y * t i / i t h i n a 
m a t t e r o f m o n t h s we h a d f o u n d o u t a b o u t K e i t h 
a n d t h a t w a s i t * Ha w a s a f r a i d o f h i m a n d c o u l d 
n o t h a l p " » 
"riy w i f e h a s n a v a r b e e n a b l e t o a c c e p t i t ; s h a 
t o o k t o d r i n k * " 
" I f e e l b i t t e r s o m e t i m e s * I d o n ' t a c c e p t i t a n d 
I d o n ' t t h i n k w e a v e r w U l * I ' d . r a t h e r k a e p i t 
i n s i d e m a ; I d o n ' t l i k e t a l k i n g a b o u t i t * " 
A t f a c a v a l u e o t h e r p a r e n t s s e a m t o t a k e i t p h i l o s o p h i c a l l y i n 
t h e i r s t r i d e : a l t h o u g h t h e r e a r e i n d i c a t i o n s o f r a t i o n a l i s a t i o n 
s e e k i n g f o r e x p l a n a t i o n a n d u n d e r s t a n d i n g i n t h e i r c o m m e n t s : 
"Ha w a s b o r n o n F r i d a y 1 3 t h s o w h a t c a n y o u e x p e c t * " 
" I t ' s o n e o f t h o s e t h i n g s ; y o u ' v e g o t t o a c c e p t i t . " 
"Uie d o n ' t t h i n k a b o u t i t ; w e ' v e a c c e p t e d t h e f a c t 
t h a t i t s n o t g o i n g t o i m p r o v e a n d w e ' v e g o t t o 
l o o k a f t e r t h a m * " 
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" I l o o k a t i t t h i s way I ' v e g o t f o u r h a a l t h y 
g i r l s a n d I ' m g r a t e f u l f o r i t , UJhan I h a d a 
h a n d i c a p p e d . b o y i t u a s a s i f my n u m b e r h a d 
coma up a n d I a c c e p t e d i t . " 
" E v e r y b o d y h a s g o t a c r o s s t o b e a r ; soma 
p e o p l e * s a r e a b i t h e a v i e r t h a n o t h e r s * Y o u 
c a n a l w a y s l o o k r o u n d a n d s e a p e o p l e w o r s e o f f * " 
" I t ' s made u s l e s s s e l f i s h , l i J e ' v e a c c e p t e d t h e 
f a c t t h a t w e ' v e g o t to l i v e w i t h a p r o b l e m . " 
"I t h i n k N a t u r e i s a w o n d e r f u l t h i n g . I t ' s g o t 
t o go w r o n g s o m e w h e r a a n d i t j u s t w e n t w r o n g o n 
u s , I ' v e g o t two p e r f e c t l y n o r m a l c h i l d r e n , I 
a p p r e c i a t e n o r m a l i t y a n d g o o d h e a l t h m u c h m o r e , " 
" I b e l i e v e i n a s c i e n t i f i c a p p r o a c h t o l i f e a n d 
a c c e p t t h a t i t h a s h a p p e n e d a n d we c a n ' t d o a n y t h i n g 
a b o u t i t . T h i s i s o u r l i f e a n d we d o n ' t d w e l l o n 
i t , " 
The p a r e n t s who made t h e s e s o r t o f c o m m e n t s t e n d e d t o be t h e o n e s 
who w e r e n o t u n d u l y c r i t i c a l o f t h e ^ w a y t h e y h a d b e e n t o l d o f t h e i r 
c h i l d ' s h a n d i c a p , w h e r e a s t h e p a r e n t s who r e c a l l e d v e r y n e g a t i v e l y 
t h e i n i t i d i n f o r m a t i o n g i v i n g , m o r e f r e q u e n t l y made c o m m e n t s r e v e a l i n g 
t h e i r d e s p a i r a n d some r e j e c t i o n o f t h e h a n d i c a p p i n g s i t u a t i o n . I t 
w o u l d be i m p o s s i b l e to l i n k t h e r e a c t i o n s d i r e c t l y w i t h t h a . w a y p a r e n t s 
w e r e t o l d , f o r t h i s s u r v e y w a s r e l y i n g e n t i r e l y u p o n t h e p a r e n t s ' 
i n t e r p r e t a t i o n s o f t h e e v e n t s a t t h a t t i m e , A c l o s e c h e c k o f t h e 6 0 
q u e s t i o n n a i r e s r e v e e l e d a d i s c e r n i b l e p a t t e r n l i n k i n g e x p e r i e n c e s f e l t 
t o h a v e b e e n b a d w i t h c o n t i n u i n g n e g a t i v e a t t i t u d e s to t h e h e n d i c a p p e d 
c h i l d b u t i t may be t h a t i t i s m o r a d i r e c t l y a r e s u l t o f t h e p a r e n t s ' 
p e r s o n a l i t i e s a n d o v e r a l l a p p r o a c h t o l i f e . F o r some p a r e n t s no 
m a t t e r how c a r e l e s s l y t h e y h a d b e e n t o l d a n d no m e t t e r how s e v e r e l y 
t h e i r c h i l d w a s h a n d i c a p p e d , t h e y saw t h i s a s p a r t o f l i f e ' s p a t t e r n 
f o r them a n d r o s e t o m e e t t h e c h a l l e n g e w i t h a n a t t i t u d e o f a c c e p t a n c e 
a n d c a r i n g . I n e v i t a b l y t h a i r r e c o l l e c t i o n s o f t h e p a s t w e r e m e l l o w e d 
w i t h t i m e b u t t h e y t e n d e d to be o n l y r a r e l y c r i t i c a l o f how t h e y w e r e 
t o l d . On t h e o t h e r h a n d f o r some p a r e n t s t h e p r o b l e m s c r e a t e d by 
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h a v i n g a h a n d i c a p p e d c h i l d w e r e e n o r m o u s a n d t h e y s h o w e d v a r y l i t t l e 
r e s i l i e n c e i n c o p i n g w i t h t h a m . One s u s p e c t s t h a t t h a y m i g h t h a v e 
f e l t o v e r w h e l m e d by o t h e r p r o b l e m s i n t h e i r l i v e s . T h e s e w e r e t h a 
p a r e n t s who g a v e t h e m o s t n e g a t i v e a c c o u n t s o f how t h e y w e r e t o l d a n d 
t e n d e d to b a a s n e g a t i v e a b o u t e v e r y t h i n g t h a t h a d h a p p e n e d s i n c e . 
I t i s o f i n t e r e s t , a n d n o t w i t h o u t s i g n i f i c a n c e , t h a t t h a p a r e n t s 
i n G r o u p 2 , t h e g r o u p w h i c h h a d the- o n - g o i n g s u p p o r t o f a r a t h e r 
e x c e p t i o n a l h e a l t h v i s i t o r , a n d G r o u p 4 t h a g r o u p w h i c h d i d n o t f e e l 
t h a t t h e y n e e d e d a s o c i a l w o r k e r , w e r e t h e o n e s who w a r e l e s s c r i t i c a l 
o f w h a t h a d h a p p e n e d to t h e m . The m o s t n e g a t i v e a t t i t u d e s a n d 
a c c o u n t s o f e x p e r i e n c e s w e r e f o u n d i n G r o u p 3 , t h e g r o u p o f p a r e n t s 
who h a d n e v e r h a d s o c i a l w o r k h e l p a n d w o u l d h a v e l i k e d to h a v e h a d i t . 
I n f a c t t h e s e p a r e n t s h a d h a d v e r y l i t t l e p r o f e s s i o n a l h e l p f r o m a n y -
w h e r e a n d t h i s w a s v e r y e v i d e n t i n some o f t h e c o m m e n t s t h e y made w h i c h 
r e f l e c t e d s t i l l t h a a g o n y o f i t a l l : 
" l i /hat d i d I do to d e s e r v e t h i s ? E i t h e r I a c c e p t 
t h e c h i l d a s h a i s o r b e c o m e a m a r t y r f o r t h a 
r e s t o f my l i f e . " 
" I n e v e r g a v e a t h o u g h t to h a n d i c a p p e d c h i l d r e n 
b e f o r e . I f y o u s a w a c h i l d y o u t h o u g h t p o o r 
t h i n g . B u t now y o u u n d e r s t a n d a n d know w h a t 
a g r i n d i t i s a n d t h e h e a r t a c h e i n v o l v e d . I 
w a s g i v e n J a s o n b e c a u s e I w a s a s e l f i s h p e r s o n , " 
" G o d p a y s h i s d e b t s a n d he p a y s them w i t h o u t 
money a n d he p a i d o n e o n h i m ( p o i n t i n g a t h e r 
h u s b a n d ) . He n e v e r m a k e s a c r u e l j o k e a b o u t 
s p a s t i c a a n y m o r e , " 
" I u s e d to go t o c h u r c h b u t now i t m a k e s me 
w o n d e r , I f e l t b i t t e r ; w h a t h a d I d o n e to d e s e r v e 
i t , I m u s t h a v e b e e n a w i c k e d woman t o h a v e h a d 
t w o . B u t I p u s h i t t o t h e b a c k o f my m i n d a n d 
g i v e them w h a t I c a n . I t m a k e s ma s a d ( t e a r s i n 
h e r a y e s ) t a l k i n g a b o u t i t ; i t * s a l i f e t i m e ' s 
j o b n o t 20 y e a r s l i k e t h e o t h e r s . Y o u ' v e g o t 
t o p u s h i t b a c k o t h e r w i s e y o u c o u l d n ' t l i v e 
w i t h i t , " 
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I n s e v e r a l o f t h e s e s t a t e m e n t s t h e r e l u r k s t h a l a w o f t a l o n , a n 
a y e f o r a n e y e , a t o o t h f o r a t o o t h , w i c k e d n e s s a n d s u f f e r i n g a r e 
l i n k e d t o g e t h e r a n d i n t h e i r s e a r c h f o r m e a n i n g t h i s i s a l l t h e p a r e n t s 
c a n f i n d t o h e l p them w i t h t h e i r u n d e r s t a n d i n g . R e l i g i o u s b e l i e f s w e r e 
o f t e n c h a l l e n g e d : 
"How c a n t h e r e b e a G o d ? T h e v i c a r s a i d t h a t he 
w a s s e n t f o r a r e a s o n , " 
" Y o u c a n ' t b e l i e v e i n a God w h e n y o u ' v e g o t a 
h a n d i c a p p e d c h i l d l i k e m i n e . He s a y s s u f f e r l i t t l e 
c h i l d r e n to come u n t o m e . Them t h a t c o m e s to t h e 
d o o r , t h e y ' v e g o t no a n s w e r to i t . " 
" I t s h o u l d n ' t h a v e h a p p e n e d to m e . U h y d i d i t 
h a p p e n to ma? C r i k e y , i f t h e r e w a s a G a d t h e r e 
w o u l d n ' t b e a n y d i s a b l e d c h i l d r e n . A l l c h i l d r e n 
a r e s u p p o s e d to be p e r f e c t . " 
" S h e w a s c h r i s t e n e d i n h o s p i t a l a n d t h e p r i e s t w a s 
s p e a k i n g t h e w o r d o f G o d a n d I w a s t h i n k i n g i s 
t h e r e a God to l a t t h i s h a p p e n to a c h i l d l i k e 
t h a t . " 
"Oh I ' v a h a d J e h o v a h ' s w i t n e s s e s come t o t h a 
d o o r a n d I ' v e a s k e d them i n to l o o k a t P a t r i c k , 
How c a n t h e r a b e a G o d t o h a v e c h i l d r e n l i k e 
t h a tl" 
G e n e r a l l y h a v i n g a h a n d i c a p p e d c h i l d k i l l e d o f f a n y v e s t i g i a l 
r e l i g i o u s b e l i e f s w i t h i n t h a f a m i l i e s , b u t i n o n e c h u r c h g o i n g f a m i l y 
t h a p a r e n t s s a i d : 
" U / e ' r e more a w a r e o f t h i n g s a n d t h i n k m o r e . 
T h e r e a r e many w i t h h e a v i e r c r o s s e s to b e a r . 
O u r i n i t i a l r e a c t i o n w a s why d i d i t h a p p e n t o 
u s b u t w e ' v e g r o w n up w i t h i t . U e ' v e a l w a y s b e e n 
c h u r c h g o e r s a n d t a k e t h e w o r d s w h i c h a r e s a i d 
m o r e s e r i o u s l y , " 
A n o t h e r m o t h e r who h a d p e r s o n a l l y s u f f e r e d m u c h a s a c o n s e q u e n c e 
o f h a v i n g a h a n d i c a p p e d c h i l d s a i d : 
" T h e s e a r e t h e a n g e l s - t h e y a r e g o i n g to be 
meek a n d p u r e . O n l y s o many a r e p i c k e d a n d 
t h e s e a r e t h e y . " 
E v e n a l o n g t i m e a f t e r t h a e v e n t t h e r e w a s o f t e n a l o t o f a n g e r 
a r o u n d w h i c h w a s f r e q u e n t l y a i m e d a t t h e m e d i c a l p r o f e s s i o n . 
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"I b l a m e t h a m i d w i f e f o r t h a way s h e i s * I h a d 
a l l my b a b i e s a t home a n d I t o l d h e r t h a t . I h a d 
q u i c k d e l i v e r i e s * S h a c a m e a t d o ' c l o c k a n d t o l d 
me t h a t I h a d a l o n g way to g o . T h e n s h a t o o k h e r 
c a r i n f o r s e r v i c i n g a n d c a u g h t t h e b u s b a c k a n d a t 
f i v e p a s t e l e v e n a r r i v e d h a r e . I knew t h a t I c o u l d 
h a v e h a d t h e b a b y b e f o r e t h e n . S h a d e l i v e r e d n a r y 
w i t h h e r h a t a n d c o a t o n . M a r y w a s p u r p l e ; s h e h a d 
to pump f l u i d o u t o f h e r . . . . " 
" T h e m i d w i f e d i d n o t g e t h a r e i n t i m e , uie r a n g h a r 
a t 2 a . m . a n d s h e w e n t b a c k to s l e e p . He a r r i v e d a t 
3 . 2 0 a . m . w i t h t h e c o r d r o u n d h i s b e c k a n d - n e a r l y 
b l u e . The G . P . d i d n ' t come u n t i l 7 a . m . by w h i c h 
t i m e h a w a s t w i t c h i n g . " 
" S h a h a d a b o o s t e r f o r w h o o p i n g c o u g h s o I t h i n k 
i t w a s t h a t ; t h e r e w a s n o t h i n g w r o n g w i t h h a r 
b r a i n a t 5 m o n t h s . " 
O n e m o t h e r b l a m e d h e r s e l f : 
" I o f t e n w o n d e r i f I ' v e d o n e t h i s to L u c y b e c a u s e 
w h e n I w a s p r e g n a n t I w a s a goddumb t h i n g . I 
d i d n ' t w a n t to w a s h o r d r e s s ; I d i d n ' t w a n t 
a n o t h e r y o u k n o w . " 
O t h e r p a r e n t s s p o k e a b o u t f e e l i n g g u i l t y w h e n t h a y w e r e o u t 
e n j o y i n g a r a r e e v e n i n g w i t h f r i a n d s a n d t h e n t h a y t h o u g h t t h a t t h a y 
s h o u l d n o t f e e l h a p p y w h e n t h e i r s o n c o u l d n o t ba a t home a l l t h a t i m e 
w i t h t h e m , a n d h a d to be i n r e s i d e n t i a l c a r e b e c a u s e t h a y c o u l d n o t 
m a n a g e h i m . A n o t h e r m o t h e r s p o k e o f a l w a y s f e e l i n g g u i l t y w h e n s h e 
l e f t , h e r s o n a t t h e h o s t e l . One m o t h e r b r o k e down a n d w e p t a t t h e 
t i m e s h e t o l d m a : 
" S h e ' s m i n e a n d I l o v e h a r a n d I w i s h I c o u l d 
be b e t t e r a n d t h a n s h e w o u l d n o t h a v e t o go 
a w a y a l l t h e t i m e . I t ' s a w f u l . " 
F A H I L Y 5 T H E S S 
P a r e n t s 
O f t h e t o t a l , 2 8 ^ o f t h e p a r e n t s f e l t t h a t t h e i r m a r r i a g e h a d n o t 
b e e n a f f e c t e d by h a v i n g a h a n d i c a p p e d c h i l d a n d 17% r e c o r d e d a n 
i m p r o v e m e n t i n t h e i r r e l a t i o n s h i p . The r e m a i n i n g 55?^ f e l t t h a t t h e i r 
r e l a t i o n s h i p h a d b e a n s t r a i n e d by h a v i n g a c h i l d who w a s h a n d i c a p p e d . 
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a n d f o r Q% o f t h e s e t h i s w a s e x t r e m e l e a d i n g t o d e s e r t i o n , f o r 22% i t 
w a s m a r k e d a n d f o r 2 5 ^ i t w a s s l i g h t b u t o f s i g n i f i c a n c e . O v e r . h a l f 
o f t h e s e m a r r i a g e s w a r e r e p o r t e d t o be s t r e s s e d a n d i f t h e m a r i t a l 
r e l a t i o n s h i p i s to be r e g a r d e d a s t h e b e r o m e t e r o f f a m i l y f u n c t i o n i n g 
t h e n t h e r e i s a l o t o f s t r e s s a r o u n d w h i c h may ba f o c u s s i n g t h e r e , a n d 
w h i c h i s i n e v i t a b l y b e i n g f e l t e l s e w h e r e . Some p a r e n t s w e r e f a c e d w i t h 
h a v i n g a h a n d i c a p p e d c h i l d e a r l y i n t h e i r m a r r i a g e : ^ 
" W e ' d o n l y b a e n m a r r i e d s i x m o n t h s a n d t h e n I 
f a l l f o r P h i l i p s o we d i d n ' t h a v e m u c h o f a s t a r t , 
f a t h e r a n d s o n d i d n ' t g e t o n , I ' d s o o n e r h a v e 
h a d P h i l i p o n my o w n , I w i s h S t a n c o u l d h a v e b e a n 
m o r e h e l p f u l . I f i t h a d n ' t b e e n f o r P h i l i p I w o u l d 
n o t h a v e s t a y e d , b u t i f P h i l i p h a d n ' t b e e n t h e way 
he i s i t may n o t h a v e b e a n a s b a d a s i t i s , " 
" I t w a s o u r f i r s t , o n l y m a r r i e d a y e a r e n d t h e 
w i f e w a s o n l y 1 7 , tUe h a v e n e v e r h a d a t i m e 
w i t h o u t R o g e r , " 
" U o w e r e o n l y m a r r i e d t a n m o n t h s w h a n h e w a s b o r n . 
I t w a s a l l new t o u s ; w e ' v e a l w a y s w o r k e d t o g e t h e r , " 
O f t h e s m a l l e r p r o p o r t i o n who f e l t t h a t t h e y h a d b a e n d r a w n 
t o g e t h e r t h e r e w e r e r e m a r k s l i k e t h e s e : 
" I t ' s d r a w n u s t o g e t h e r b e c a u s e we h a v e a l w a y s 
s h a r e d t h e p r o b l e m , " 
" I d o n ' t know w h e t I w o u l d h a v e d o n e w i t h o u t C e c i l 
I w a s s o d e p r e s s e d e n d I ' v e n e v e r e v e r s u f f e r e d 
w i t h d e p r e s s i o n b e f o r e . I t ' s t h e f i r s t t i m e a n d I 
w a s r e a l l y down b u t he h e l p e d me t h r o u g h i t . " 
" I n some r e s p e c t s i t h e s d r a w n u s c l o s e r t o g e t h e r , 
i n some r e s p e c t s i t h a s b e e n a s o u r c e o f t r o u b l e -
e m o t i o n a l s t r a i n a n d p h y s i c a l l y we a r e v e r y t i r e d , 
U e l d l i k e a n o t h e r c h i l d b u t m a k i n g t h e d e c i s i o n h a s 
c a u s e d more t r o u b l e i n t h e m a r r i a g e t h a n a n y t h i n g 
e l s e , " 
B u t f o r many o t h e r p a r e n t s t h e r e w a s c o n s i d e r a b l e s t r e s s a n d 
s t r a i n : 
" I t h a s b e e n t e r r i b l e s o m e t i m e s , t h a t ' s why L u c y 
( t h e h a n d i c a p p e d c h i l d ) s t a r t e d g o i n g . a w a y r e a l l y 
to l e t h i m ( t h e f a t h e r ) s p e n d m o r e t i m e w i t h u s . 
To my k n o w l e d g e h e ' s n o t u n d e r s t a n d i n g o f h e r 
e n o u g h . He f l a r e s u p a n d l e a v e s u s f o r a w h i l e ; he 
b a s h e d me up l a s t s u m m e r , " 
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"Dy h u a b a n d w a n t t h r o u g h a a t a g a w h a n h a w o u l d n ' t 
t a l k a b o u t i t . t i / a ' v a h a d m a n y , many r o w s o v e r 
U i l l l l a r a a n d h a v i n g a n y m o r a c h i l d r e n . I d i d h a v e 
a m i s c a r r i a g e b u t w i t h t h a l i k e l i h o o d o f o t h e r 
h a n d i c a p p e d c h i l d r e n t h e r e w i l l b a no m o r e . I f 
a n y t h i n g h a p p e n e d t o l i / i l l i a m i t w o u l d a p l i t u s 
a p a r t . Ha h e s b e e n o f f w i t h o t h e r w o m e n . " 
" B e i n g o n my own w a s m o r e d i f f i c u l t b u t t h e f a t h e r 
n e v e r w a s a n y u a a ; h a n e v a r d i d a n y t h i n g f o r t h a 
k i d s . " 
" A t f i r s t i t w a s t e r r i b l e . I u s e d t o f l y o f f t h e 
h a n d l e a t t h a a l i g h t a a t l i t U a t h i n g . F r e d h a d to 
h a v e t h e p a t i e n c e o f 3ob t o p u t up w i t h m e . I g o t 
s o d e p r e s s e d w i t h a l l o f them a n d t o o k i t o u t o n 
F r e d , t h a o n e I s h o u l d n ' t h a v e t o o k i t o u t o n . " 
' ^ 8 s e e e a c h o t h e r a l l d a y a n d e v e r y d a y a n d g e t 
f a d up w i t h e a c h o t h a r ; w e ' r e g e t t i n g o n e a c h 
o t h e r ' s n e r v e s . Y o u ' r e s a t i s f i e d t o s i t t h e r e a n d 
w a t c h t e l e v i s i o n a n d I ' m n o t . I go n o w h e r e : I ' m 
i n a r u t , same f o u r w a l l s . I f h a w a n t s a n y t h i n g 
i t ' s t^um, n e v e r D a d . I f I ' m a t t h a a h o p s h a 
w a i t s t i l l I g a t b a c k . He k n o w s t h a t he c a n d e p e n d 
o h m e . I c e n ' t a f f o r d t o b a b a d : w h a t w i l l h a p p e n 
i f I a m , I d o n ' t k n o w . " 
T h a f i g u r e s s u g g e s t t h a t t h a m a r i t a l s t r e s s w h i c h r e s u l t s f r o m 
h a v i n g a h a n d i c a p p e d c h i l d i s h i g h a n d t h i s i s s u g g e s t e d by e v i d e n c e 
f r o m t h e r e s e a r c h o f F a r b a r . B e r n a r d F a r b e r d i d s o m a r e s e a r c h u s i n g 
a m a r i t a l i n t e g r a t i o n s c o r e f o r m a r r i e d c o u p l e s . He c o m p a r e d g r o u p s 
o f p a r e n t s who h e d a s e v e r e l y r e t a r d e d c h i l d w i t h g r o u p s who w e r e 
s i m i l a r i n a l l o t h e r r e s p e c t s e x c e p t t h a t t h e y h a d o n l y a b l e - b o d i e d 
c h i l d r e n . H i s r e s u l t s s h o w e d t h a t p a r e n t s i n t h e f o r m e r g r o u p h e d a 
s i g n i f i c a n t l y l o w e r m a r i t a l i n t e g r a t i o n s c o r e t h a n h a d p a r e n t s i n t h e 
s e c o n d g r o u p s u g g e s t i n g t h a t t h a p a r e n t s o f h a n d i c a p p e d c h i l d r e n h a d 
o n a v e r a g e a p o o r e r m a r i t a l r e l a t i o n s h i p t h a n o t h e r c o u p l e s . T h e 
s t a t u s o f F a r b e r ' s r e s e a r c h may b e s u s p e c t b u t w h a t e v e r t h e r e l i a b i l i t y 
o f t h e m a r i t a l i n t e g r a t i o n s c o r e a n d t h e p r o b l e m s o f g e t t i n g c o n t r o l 
g r o u p s e q u a l i n a l l r e s p e c t s t h e i n d i c a t i o n s a r e t h a t h a v i n g a h a n d i -
c a p p e d c h i l d p u t s a d d i t i o n a l s t r e s s o n a m a r r i a g e . 
P a r e n t s r e a d i l y a d m i t t e d t h a t t h e r e w e r e t i m e s w h e n i t a l l g o t o n 
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t o p o f t h e m : 
" I t m a k e s me m o r e p a t i e n t a n d I t r y to g r i n a n d 
b e a r i t . U h a n t h i n g s g a t r e a l l y b a d I go a n d 
s o a k i n t h e b a t h f o r a n h o u r . My h u s b a n d w a s 
t o l d t h a t I w a s o n t h e v e r g e o f a n e r v o u s b r e a k -
down b u t I ' v a n e v e r h a d i t y e t . " 
" I smoke m o r e t h a n I s h o u l d d o . " 
"Ue o f t e n h a v e b l i n d i n g r o w s b e c a u s e I h a v e t o 
l e t o f f s t e a m . " 
" I ' v e t r a i n e d m y s e l f to c o p e . I f I g o t down I 
t a k e t h e c a r o u t a n d go f o r a d r i v e , " 
" A t t i m e s I l e t r i p ; i t s a s a f e t y v a l v e . " 
" S o m e t i m e s y o u e x p l o d e , y o u f e e l y o u c a n ' t go 
o n ; y o u ' v e g o t t o g a t o u t a n d g e t a w a y . " 
" I o f t e n h a v e s c r e a m i n g s e s s i o n s i n h e r e , I d o n ' t 
know w h a t t h a n e i g h b o u r s t h i n k . I f I d o n ' t s h o u t 
I w o u l d b u r s t . " 
" I ' v e g o t d e p r e s s e d a n d f a d up a n d I ' l l r i n g 
s o m e b o d y u p a n d t a l k . " 
" I t w o u l d b e s o b a d t h a t I ' d j u s t s i t d o w n a n d 
c r y a n d t h e n somahow t h e y r e a l i s e d t h a t t h e y w o u l d 
h a v e t o be g o o d , " 
S e v e r a l p a r e n t s f a a i t h a t i f t h a y h a d k n o w n w h a t t h e y w e r a i n f o r 
t h a y c o u l d n e v e r h a v e f a c e d i t . A m o t h e r o f a t a n y e a r o l d boy w h o s e 
s p i n a b i f i d a h a d b e e n o p e r a t e d u p o n i n t h e e r a o f maximum s u r g i c a l 
a c t i v i t y s a i d : 
" I f I w a s t o l d now y o u r b a b y i s a s p i n a b i f i d a 
I ' d s a y ' t a k e h i m a w a y ' I c o u l d n o t s e e a n o t h e r 
c h i l d g o i n g t h r o u g h w h a t he h a s d o n e . I t ' s t h e 
w a i t i n g , , , , " 
" I f I ' d k n o w n n a r k w a s g o i n g to b e l i k e t h i s , I ' d 
n e v e r h a v e h a d h i m , " 
r i any p a r e n t s d a r e n o t l o o k i n t o t h e f u t u r e a n d f o r t h o s e who do 
t h a t f u t u r e o f t e n s e e m s b l e a k : 
"I t a k e e a c h d a y a s i t c o m e s . I d a r e n o t t h i n k 
a h e a d a n d t h e more y o u t h i n k a b o u t i t t h e w o r s e 
y o u g e t , I t h o u g h t i t c o u l d n e v e r h a p p e n to m e . " 
" A s y o u a n d t h a y g a t o l d e r i t g e t s h a r d e r . " 
" H e ' l l h a v e to go t o h o s p i t a l i n t h e e n d . H e ' s 
g e t t i n g t o o much f o r t h e w i f e . I t ' s n o t t h a t we 
d o n ' t l o v e him b u t t h e r e c o m e s a t i m e w h e n y o u 
c a n ' t go o n , " 
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Two p a r e n t s i n s e p a r a t a f a m i l i e s s p o k e o f b e i n g v a r y i n v o l v e d a n d 
p e r h a p s t h e r e a r e some s i g n s h e r e o f h y p e r p a e d i a f i l i a ; a l t h o u g h 
o b v i o u s l y t h i s i s a l w a y s a s u b j e c t i v e i n t e r p r e t a t i o n : 
" T h a t l i t t l e m a i d ; s h e c o u l d n o t l i v e w i t h o u t me 
b e c a u s e I h a v e d o n e s o much f o r h e r . S h e i s a l l 
d a d . " 
" I f I t h o u g h t t h a t I h a d s o m e t h i n g w r o n g a n d I 
knew t h a t I w a s g o i n g t o d i e I ' d k i l l h e r f i r s t . 
Nobody w o u l d be a b l e t o r e p l a c e m e . " 
n a n y f a m i l i e s c o u l d n o t e n j o y n o r m a l f a m i l y o u t i n g s to t h e b e a c h , 
p i c n i c s on t h a m o o r s , o r g o i n g to t h e s w i m m i n g p o o l o r t h e c i n e m a : 
" W e ' r e k e e n w a l k e r s , o u t d o o r p e o p l e a n d we do 
m i s s i t now t h a t we a r e r e s t r i c t e d by h i m . " 
T h e p a r e n t s o f a t e n y e a r o l d boy w i t h D o w n ' s s y n d r o m e r u e f u l l y 
e x p l a i n e d why t h e y c o u l d n e v e r a g a i n p u r s u e t h e i r p a s s i o n f o r v i s i t i n g 
s t a t e l y h o m e s . One y o u n g s o n h a d a t t e m p t e d to w r e c k p r i c e l e s s a n t i q u e s 
a n d t h a y w e r e s h o w n t h e a x i t v e r y q u i c k l y . S e v e r a l p a r e n t s f e l t 
i s o l a t e d s i n c e h a v i n g a h a n d i c a p p e d c h i l d : 
" D a n i e l h a s b e e n a b i t o f a b a r r i e r p a r t i c u l a r l y i n 
my r e l a t i o n s h i p w i t h my b r o t h e r a n d h i s w i f e * fly 
b r o t h e r i s s c a r e d , n e v e r e v e n p i c k i n g h i m up a n d 
t h a n he s u d d e n l y s t o p p e d c o m i n g t o s e e u s . " 
" O u r r e l a t i o n s c a n ' t a c c e p t R o y a n d I c a n ' t a c c e p t 
t h e m * E v e r y o n e i s a f r a i d o f R o y . H e ' s g e t t i n g 
w o r s e ; h e ' s s o s t r o n g . " 
" I f i n d i t d i f f i c u l t to t a k e h i m i n t o t o w n b e c a u s e 
I f e e l e m b a r r a s s e d by h i m . " 
" H a v i n g a h a n d i c a p p e d c h i l d d o e s n ' t make i t e a s y 
t o make f r i e n d s . P e o p l e a r e k i n d ; t h e y s t o p a n d 
s a y h e l l o a n d how a r e y o u , b u t t h a t ' s i t . " 
R e l a t i v e s a n d f r i e n d s f e a r o f a h a n d i c a p p e d c h i l d c a m e o u t s e v e r a l 
t i m e s a n d t h i s p e r h a p s s u p p o r t s M a r g a r e t B u r n e t t ( 1 9 7 3 ) when s h e w r i t e s 
o f " b e i n g a b l e to c o p e w i t h o u r own d i s a b i l i t y i n s i t u a t i o n s w h e n we 
do n o t know t h e r u l e s . " We, a s m e m b e r s o f s o c i e t y , c a n c o p e w i t h 
n o r m a l i t y b e c a u s e h e r e t h e r u l e s a r e k n o w n , b u t w i t h a b n o r m a l i t y we 
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a r e i n a s i t u a t i o n o f t h e . u n k n o w n . 
F o r many f a m i l i e s t h e p r o b l e m s w e r e a g g r a v a t e d by t h e u n e n d i n g 
d i s t u r b e d n i g h t s a n d l o s s o f s l e e p w h i c h t h e m o t h e r i n e v i t a b l y s e e m e d 
t o h a v e to b e a r . C o m m e n t s a b o u t t h i s i n c l u d e d : 
" I n e v e r g e t a n i g h t ' s s l e e p , " 
" N i g h t t i m e s i s o u r b i g p r o b l e m , Norman d o e s n ' t 
s l e e p , ny h u s b a n d n e e d s h i s s l e e p s o we make t h e 
b e s t we c e n o f i t , " 
" I ' m up e v e r y n i g h t a t some s t a g e o f t h e n i g h t . He 
s l e e p s m a y b e 2 ^ h o u r s a t a s t r e t c h a n d he k i c k s h i s 
l e g s a l l t h e t i m e t h e n . D o c t o r s a y s i f i t g e t s t o o 
m u c h t o d o s e h i m u p w i t h p h e n e r g e n b u t t h e t d o e s n ' t 
s e e m t o t o u c h h i m , " 
" P a u l c r i e s d u r i n g t h e n i g h t e v e r y n i g h t . The 
n e i g h b o u r h a s s t o p p e d t a l k i n g t o u s , Ue t a k e h i m i n 
b e d w i t h u s b u t he s t i l l c r i e s . T h e s l e e p i n g t a b l e t s -
h e ' s o n f*logodon - d o n ' t w o r k ; he s t i l l w e k e s u p , " 
P a r e n t s w e r e a s k e d a b o u t a n y i l l n e s s o f t h e i r s w h i c h s e e m e d 
d i r e c t l y l i n k e d w i t h h a v i n g a h a n d i c a p p e d c h i l d , a n d i l l n e s s e s o t h e r 
t h e n t h e s e w e r e n o t i n c l u d e d . O f t h e m o t h e r s , 3 3 ^ h a d s u f f e r e d w i t h 
i l l n e s s w h i c h t h e y c l a i m r e s u l t e d ! f r o m h a v i n g t o l o o k a f t e r a h a n d i -
c a p p e d c h i l d , W i t h o u t e x c e p t i o n t h e s e i l l n e s s e s w e r e e i t h e r p s y c h i a t r i c 
o r a c h r o n i c b a c k c o n d i t i o n . One m o t h e r who a t t h e t i m e o f t h e i n t e r v i e w 
w a s o b v i o u s l y q u i t e i l l s a i d t h a t s h e d i d n o t s u f f e r a n y i l l h e a l t h , A 
s h o r t t i m e a f t e r w a r d s s h e w a s a d m i t t e d to t h e l o c e l p s y c h i a t r i c 
h o s p i t a l w i t h a f a i r l y s e v e r e b r e a k d o w n . An e x a m p l e l i k e t h i s may 
s u g g e s t t h a t t h e f i g u r e f o r i l l n e s s mey b e h i g h e r t h a n t h a t q u o t e d . 
L i k e w i s e 10% o f t h e f a t h e r s h a d b a c k t r o u b l e s c a u s e d t h r o u g h l i f t i n g a 
h e a v y c h i l d , o r t h e y s u f f e r e d b o u t s o f d e p r e s s i o n , n s n y p a r e n t s w e r e 
o n t r a n q u i l l i s o r s a n d a n t i - d a p r a s s a n t d r u g s . A s r e s e a r c h e v i d e n c e i t 
i s i m p o s s i b l e to i n f e r t h a t t h e r e i s a n y c o r r e l a t i o n b e t w e e n t h e 
i n c i d e n c e o f i l l n e s s a n d h a v i n g a h a n d i c a p p e d c h i l d , I t i s i n c l u d e d 
b e c a u s e t h a t w a s how i t f e l t to t h e p a r e n t s a n d may be a f u r t h e r 
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s y m p t o m o f s t r e s s . A l s o i t i s a c o m p a r i s o n f o r t h e e v a l u a t i o n o f t h e 
e x p e r i m e n t a l g r o u p . 
S i b l i n g s 
The e a r l i e r r e s e a r c h o f T i z a r d a n d G r a d ( 1 9 6 1 ) , m c m i c h a e l ( 1 9 7 1 ) 
a n d Kew ( 1 9 7 5 ) h a s p r o d u c e d e v i d e n c e t o s u g g e s t t h a t s i b l i n g s o f t h e 
h a n d i c a p p e d c h i l d a r e v e r y m u c h a g r o u p a t r i s k . C h i l d r e n c e r t a i n l y 
a r e r i v e l s w i t h e a c h o t h e r i n b i d s t o s e c u r e t h e t i m e a n d a f f e c t i o n o f 
p a r e n t s , a n d a g g r e s s i o n t o t h a r i v a l s i b l i n g t e n d s t o i n c r e a s e i n 
d i r e c t p r o p o r t i o n t o t h e p a r e n t a l p r e o c c u p e t i o n w i t h t h a o t h e r c h i l d . 
I n e v i t a b l y a h a n d i c a p p e d c h i l d i s g o i n g t o n e e d a l o t o f p a r e n t a l t i m e 
a n d t h e r e i s l i t t l e c h a n c e f o r a n o t h e r s i b l i n g i f h a f e e l s r e s e n t f u l 
o f t h i s s i t u a t i o n t o a c t o u t t h e h o s t i l i t y t h a t t h i s may c r e a t e . 
n c m i c h a a l ' s w o r k o f 1 9 7 1 q u o t e d a f i g u r e o f 21% o f t h e s i b l i n g s 
i n m o d e r a t e to s e v e r e d e g r e e o f f a i l u r e t o a d j u s t t o t h e s i t u a t i o n o f 
h a n d i c a p a n d K e w ' s f i g u r e s o f 1 9 7 5 r e f l e c t a s i m i l a r , i f s l i g h t l y 
h i g h e r p a t t e r n . H o w e v e r , i n t h e s e s u r v e y s t h e r e s e a r c h w a s d o n e o n 
f a m i l i e s who w e r e i n c o n t a c t w i t h a p r o f e s s i o n a l c a r i n g a g e n c y a n d w e r e 
i n r e c e i p t o f h e l p f o r t h e i r o n g o i n g p r o b l e m s . T h i s m i g h t be t a k e n t o 
b a i n d i c a t i v e o f e i t h e r p a r t i c u l a r l y s e v e r e p r o b l e m s o r t h e f a m i l i e s 
g e n e r a l l y h a v i n g a l o w e r c o p i n g t h r e s h h o l d . I n t h i s s u r v e y o n l y A0% 
o f t h e f a m i l i e s h a d e v e r h a d a n y c o n t a c t , a n d o n l y 22% w e r a c u r r e n t l y 
i n c o n t a c t w i t h a s o c i a l w o r k a g e n c y , a f a c t n o t e n t i r e l y d u a t o 
n e g l e c t by t h e p r o f e s s i o n a l s b u t a n a c k n o w l e d g e m e n t t h a t some f a m i l i e s 
do c o p e i n s p i t e o f i t a l l . 
O f t h e t o t a l 1 8 1 c h i l d r e n c o v e r e d by t h i s s u r v e y 6 5 w e r e h a n d i -
c a p p e d , ( F i g , 4 ) , F o u r f a m i l i e s h a d two y o u n g h a n d i c a p p e d c h i l d r e n a n d 
i n a n o t h e r t h e r e w a s a 31 y e a r o l d a l d e r b r o t h e r , who b e y o n d b e i n g 
a c k n o w l e d g e d a s b e i n g a s i b l i n g f o r t h e p u r p o s e s o f t h i s s e c t i o n , w a s 
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t h a t h e r d i a b e t i c d a u g h t e r w a s a l m o s t a s m u c h t r o u b l e a s h e r r e t a r d e d 
d a u g h t e r b u t t h e p r o b l e m s do n o t m e e t t h e c r i t e r i a o f t h i s s t u d y , s i n c e 
w i t h i n s u l i n t h i s d a u g h t e r ' s l i f e w e s to a l l i n t e n t s a n d p u r p o s e s n o r m a l , 
E l e v e n h a n d i c a p p e d c h i l d r e n w e r e o n l y o n e s b u t a l l t h e r e s t h a d s i b l i n g s 
a n d i n a f e w c a s e s o n e o f t h e s e w e s h a n d i c a p p e d t o o . O f t h i s t o t a l 
t h e r e w a s i n f o r m a t i o n t a k e n f r o m t h e p a r e n t s o n l y o f : -
( 1 ) b e h a v i o u r d i s o r d e r s i n 9% o f t h e s i b l i n g s 
( 2 ) d i s t u r b e d r e l a t i o n s h i p s w i t h t h e p e e r g r o u p i n 13% o f 
t h e s i b l i n g s 
( 3 ) d i s t u r b e d r e l a t i o n s h i p s w i t h t h e h a n d i c a p p e d c h i l d i n 
o f t h e s i b l i n g s . 
T h e s e c a t e g o r i e s a r e o v e r l a p p i n g a n d i n c l u d e t h e s a m e c h i l d r e n e n d 
a g a i n i t s h o u l d be s t r e s s e d t h a t i t w a s o n p a r e n t a l h e a r a a y a n d n o t o n 
e m p i r i c a l e v i d e n c e ^ n o n e w a s r e p o r t e d t o be s e v e r e e n o u g h to w a r r a n t 
r e f e r r a l to a C h i l d G u i d a n c e c l i n i c . C o m p a r i s o n s m u s t be t e n t a t i v e 
b e c a u s e t h e m e t h o d s o f a s s e s s m e n t a r e n o t s i m i l a r , b u t i f t h e s e f i g u r e s 
a r e l o o k e d a t a l o n g s i d e t h o s e o f K e l l m e r P r i n g l e ' s N a t i o n a l C h i l d D e v -
e l o p m e n t S t u d y ( 1 9 6 6 ) w h e r e 8% o f 7 y e a r o l d s s h o w e d s i g n s o f e m o t i o n a l 
d i s t u r b a n c a t h e n t h e i n d i c a t i o n s o f t h e P l y m o u t h s u r v e y a r e m u c h n e a r e r 
t o n o r m a l i t y t h a n to t h e o t h e r r e c o r d e d f i g u r e s f o r s i b l i n g s o f h a n d i -
c a p p e d c h i l d r e n . C e r t a i n l y t h e r e w a s e v i d e n c e o f r i v a l r y s i t u a t i o n s 
b u t s o m e a p p e a r e d to be w i t h i n t h e c o n t e x t o f w h a t c o u l d be r e g a r d e d 
a s n o r m a l ; h e a l t h y s i b l i n g r e l a t i o n s h i p s . Some o f t h e q u o t a t i o n s f r o m 
t h a p a r e n t s may i l l u s t r a t e t h i s . 
T h e f a t h e r o f a 5 y e a r o l d s i s t e r who w a s a b i t j e a l o u s o f a 3 
y e a r o l d h a n d i c a p p e d g i r l s a i d : 
" I w a l k e d i n a n d f o u n d h e r s m a c k i n g h e r , r e a l l y 
s m a c k i n g h e r a n d P e n n y w a s c r y i n g a n d w h e n I 
t a c k l e d h e r a b o u t i t s h e s a i d , ' I n e v e r h i t h e r 
s h e c a l l e d me a b u g g e r a n d I ' m n o t h a v i n g t h a t 
i n t h i s h o u s e . ' P e n n y c a n ' t e v e n s p e a k . ' " 
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A n o t h e r 1 2 y e a r o l d , o n e o f f o u r g i r l s a n d a y o u n g e r b r o t h e r who 
w a s h a n d i c a p p e d h a d s a i d : 
" T h e t r o u b l e w i t h y o u num i s y o u ' v e g o t no t i m e 
f o r me; i t ' s a l l I a n , " 
B r i a n a g e d 6 ^ y e a r s h a d s a i d s o m e w h a t r u e f u l l y o n e w e t m o r n i n g : 
" I w i s h I w a s s p a s t i c a n d t h e n I c o u l d go to s c h o o l 
i n a t a x i i n s t e a d o f h a v i n g t o w a l k , " 
O c c a s i o n a l l y t h e r e w e r e d e s c r i p t i o n s o f r a t h e r , m o r e b i z a r r e 
h a p p e n i n g s w i t h i n t h e f a m i l y w h i c h s u g g e s t some u n u s u a l a s p e c t s o f 
s i b l i n g r e l a t i o n s h i p s , A m o t h e r o f a 1 7 y e a r o l d boy w i t h a m e n t a l l y 
h a n d i c a p p e d s i s t e r o f 9 s a i d : 
"He o f t e n r e f e r s to h e r a s t h e a n i m a l a n d t h a t 
h u r t s me a l o t ; h e ' s v e r y c r u e l w i t h t h e t h i n g s 
he s a y s , g e t s v e r y a n n o y e d w i t h t h e s m e l l o f h e r 
b o w e l m o v e m e n t . T h e r e w a s a s p e l l w h e n h a d i d n o t 
b r i n g a n y o n e home b e c a u s e he w a s s o e m b a r r a s s e d 
w i t h h e r t a k i n g a l l h e r c l o t h e s o f f a n d w a l k i n g 
a r o u n d n a k e d h a l f t h e t i m e , " 
A m o t h e r o f two o l d e r b r o t h e r s o f a h a n d i c a p p a d 8 y e a r o l d 
d a u g h t e r : 
" T h e y t i e h e r t o a c h a i r w h i l e t h e y do s o m e t h i n g 
b o i s t e r o u s . S h e s i t s t h e r e g i g g l i n g a n d w e t t i n g 
h e r s e l f w i t h e x c i t e m e n t , " 
O n e m o t h e r s p o k e o f t h e s i t u a t i o n f o r h e r d a u g h t e r who w e s t h r e e 
y e a r s o l d e r t h a n h e r h a n d i c a p p e d b r o t h e r . F o u r y e a r s l a t e r a n o t h e r 
b a b y w a s o n t h e w a y : 
" P a u l i n e p u t up w i t h a l o t o f t e a s i n g a t s c h o o l ; 
s h e w a s c a l l e d s p a s t i c a n d f e l t i t v e r y d e e p l y . 
• Jhen we w e r e e x p e c t i n g P i a r g a r e t , P a u l i n a u s e d to 
p r a y e v e r y n i g h t t h a t i t w a s a l i t t l e g i r l b e c a u s e 
y o u know w h a t i s g o i n g to be t h e m a t t e r w i t h b o y s . " 
THE PHQBLEPI AND W,L R E S O U R C E S 
R e a r i n g a h a n d i c a p p e d c h i l d r e q u i r e s a g r e a t d e a l o f t i m e a n d 
m a k e s t r e m e n d o u s d e m a n d s e m o t i o n a l l y a n d p h y s i c a l l y , a n d i n e v i t a b l y 
t h e b u r d e n f a l l s p r i n c i p a l l y u p o n t h e m o t h e r . P a r e n t s n e e d a b r e a k 
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and school a t the s t a t u t o r y age and o p t i o n a l p l a y g r o u p - . o a r l i a r are seen 
as very i m p o r t a n t i n meeting t h i s need. However par e n t s o f the o l d e r 
c h i l d r e n f r e q u e n t l y spoke of the b e t t l e to get a place f o r the c h i l d i n 
s c h o o l . Several o f them s a i d t h a t a l l the energy they had was needed 
to b r i n g up t h e i r c h i l d and d i d not leave a n y t h i n g s u r p l u s to engage 
i n e x t e r n a l encounters w i t h the Education Department, The w o r s t s i t u -
a t i o n s ware concerned w i t h c h i l d r e n who had moved i r r t o the area and f a r 
whom the machinery o f a l l o c a t i o n to s p e c i a l schools seems to g r i n d 
e x c e e d i n g l y s l o w l y , 
A mother o f an 8 year o l d boy w i t h Down's syndrome: 
"UJe came down from S c o t l a n d i n September and I 
had to b a t t l e u n t i l the f o l l o w i n g Easter to g e t 
him a place a t s c h o o l , a l t h o u g h I had l e t them 
know t h a t he would be coming. I n the end, I 
wrote to the papers b u t he had to s t a y a t homo 
u n t i l they made a place f o r him. There should 
always be school places f o r these c h i l d r e n , " 
One mother who had l i v e d i n the c i t y a l l her m a r r i e d l i f e s a i d : 
"She d i d n ' t go to school u n t i l she was 6, I wrote 
to the n.P. I mada myself unpopular; I k i c k e d up 
because I wanted Hazel to go a t 5," 
Once the c h i l d r e n had t h e i r places the parents were almost w i t h o u t 
e x c e p t i o n most a p p r e c i a t i v e o f the e d u c a t i o n a l f a c i l i t i e s p r o v i d e d . 
The survey r e v e a l e d o n l y one i n s t a n c e o f a c h i l d n o t a t t e n d i n g s p e c i a l 
school due to p a r e n t a l c o n f l i c t w i t h the Education Department, 
Another f a t h e r was very c y n i c a l o v e r a l l about e d u c a t i o n f o r h i s 
step-son s a y i n g : 
"School i s somewhere to throw them, get r i d 
o f them f o r a day. They don't teech tham 
a n y t h i n g . " 
His w i f e r e t o r t e d : 
"You c o u l d n ' t teach Kevin a n y t h i n g because 
he c o u l d n ' t . l e a r n a n y t h i n g .,, ," 
to which her husband r e p l i e d : 
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" I t ' s because ha can't speak« The speech 
t h e r a p i s t ought to be te a c h i n g him to spedk 
and then he cou l d l e a r n * " 
The need f o r speech therapy o f t e n came up and t h i s r e f l e c t s 
p a r e n t s ' f r u s t r a t i o n s i n n o t having v e r b a l communication w i t h t h e i r 
c h i l d . I f only the c h i l d c o u l d t a l l them what uias wrong l i f e , they 
were sure, would be t h a t much e a s i e r . L i k e w i s e the m i s s i n g two way 
response which s u s t a i n s r e l a t i o n s h i p s c r e a t e s f r u s t r a t i o n : 
"You're doing so much f o r Pam and not g e t t i n g 
a n y t h i n g i n r e t u r n . " 
On the p o s i t i v e side ana f a t h e r s a i d : 
" I t h i n k wa are ve r y , very l u c k y . I t ' s a l l 
r i g h t as long as she has got her sentences," 
Playgroups are seen as being o f g r a a t importance by many o f the 
p a r e n t s , e s p e c i a l l y the s p e c i a l i s e d ones o f Or. Barnardos and mill Ford 
School. I n response to a q u e s t i o n concerning tha need f o r playgroups 
the f o l l o w i n g p r o p o r t i o n s o f par e n t s expressed the view t h a t p l a y -
groups ware: 
Not necessary Important E s s e n t i a l 
14% 31% 5 ^ 
I f 86^ o f tha parents r a t a tha need f o r playgroups so high than 
a l l o c a t i o n o f resources to t h i s end should c o n t i n u e to be made. Any 
t e n t a t i v e plans which Or. Barnardos had a t t h a t stage f o r w i t h d r a w i n g 
tha p laygroup s e r v i c e need to be reviewed a g a i n i n tha l i g h t o f tha 
pa r e n t s ' views on t h i s p r o v i s i o n . 
Some of the o l d e r c h i l d r e n had had experience i n o r d i n a r y p l a y -
groups i n the days before tha s p e c i a l i s t ones came i n t o e x i s t e n c e . 
Coratnants by tha par e n t s i n c l u d e d tha f o l l o w i n g ones: 
"He was e x p e l l e d from h i s f i r s t school a t the 
age o f t w o i " 
"Thay c o u l d n ' t c o n t r o l him i n the playgroup 
so he l e f t a f t e r two days." 
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"r^ost o f the mothars knew t h a t she was 
handicapped and I knaw she was troubXesoma. 
One day she b i t another c h i l d and one o f the 
mothars s a i d a c h i l d l i k e t h a t should never 
be hera w i t h normal c h i l d r e n . I s h a l l nauer 
f o r g e t t h a t woman s a y i n g t h a t * I nauar took 
her there a g a i n . " 
One young c h i l d ' s p arents were w o r r i e d about her having to mix 
w i t h backward c h i l d r e n . She was j u s t about h o l d i n g her own i n an 
o r d i n a r y playgroup and thay d i d not want her to go to a s p e c i a l one . 
because: 
"she would be w i t h o t h e r backward c h i l d r e n 
and would p i c k up bad h a b i t s l i k e r u n n i n g 
around w i t h her tongua hanging o u t ; s i l l y 
h a b i t s from s i l l y c h i l d r e n . " 
Although the f e l t need f o r playgroups came o u t so s t r o n g l y there 
was an i n t e r e s t i n g c o n t r a s t o c c u r r i n g i n the f o l l o w i n g p r o p o r t i o n s o f 
p a r e n t s expressing a view on s h o r t term h o s t e l c a r e : 
Not necessary I m p o r t a n t E s s e n t i a l 
The parents who saw t h i s as being e s s e n t i a l tended to be those w i t h 
d i f f i c u l t to manage handicapped c h i l d r e n who thought t h e i r l i v e s would 
become w a l l nigh i n t o l e r a b l e w i t h o u t i t . For 27% o f the parents i t 
was i m p o r t a n t to have such a p r o v i s i o n and i n emergencies they would 
be glad to use i t . A much l a r g e r p r o p o r t i o n (45^) considered h o s t e l 
p r o v i s i o n to be unnecessary and would never leave a c h i l d o f t h e i r s i n 
such a place. Uhen pressed t o con s i d e r the unexpected emergency the 
response was t h a t they c o u l d n o t t h i n k o f any s i t u a t i o n t h a t c o u l d not 
be met w i t h i n the f a m i l y c i r c l e . There i s s t i l l a very r e a l a n t i p a t h y 
to " p u t t i n g a c h i l d away" and a s s o c i a t e d w i t h t h i s whole area i s 
co n s i d e r o b l e stigma^ even when i t i s temporary and l o c a l . Parents 
ware asked about ;their use o f parent s u p p o r t groups and o f c o u n s e l l i n g 
and i n f o r m a t i o n g i v i n g : 
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Not naceasary Important E s s e n t i a l 
Parent 
s u p p o r t groups 4 ^ 5:^ ^ 
C a u n s a l l l n g and 5^ 66% 30% 
i n f o r m a t i o n giwing 
rnany o f the parents who s a i d t h a t they thought the groups were 
n o t necessary a t t r i b u t e d t h i s to the f a c t t h a t they found I t depressing 
to be w i t h other parents who ware i n the same s i t u a t i o n as themselves. 
One o f the mothers who was b r i n g i n g up her t h r e e c h i l d r e n s i n g l e -
handed s a i d : 
" I don't go to any p a r e n t a s s o c i a t i o n s , I 
c o u l d n ' t face people s a y i n g t h i s i s what I 
went through w i t h my c h i l d and then I 'd know 
I'd g ot i t to go through, I ' l l worry i n s i x 
years tima b u t j u s t now I ' l l take each day 
as i t comes," 
most o f the parents s a i d t h a t i f they d i d go o u t i t was t o be 
w i t h normal people so t h a t thay c o u l d f o r g e t handicap r a t h e r than 
have to share i t . Of those p a r e n t s who d i d go to the groups many 
s a i d they d i d so i n case they heard o f a n y t h i n g good t h a t was going 
r a t h e r than f o r g a i n i n g e m o t i o n a l s u p p o r t from p a r e n t s who were 
s i m i l a r l y placed. C e r t a i n l y the need f o r i n f o r m a t i o n - g i v i n g ranks 
h i g h compared w i t h some o f the o t h e r p o s s i b l e c a t a g o r i e s o f need w i t h 66% 
b e l i e v i n g t h i s to be i m p o r t a n t and 30% as e s s e n t i a l . But ag a i n there 
i s an element o f ' g e t t i n g to know what's going' as an i/nportant f e a t u r e 
i n t h i s . As one mother s a i d : 
"Things don't h u r t l i k e they used to but 
i t ' s become.a q u e s t i o n o f g e t t i n g a l l you 
can and f i g h t i n g f o r what you can have," 
Parents were asked how they r a t e d t h e i r p r a c t i c a l and f i n a n c i a l 
s i t u a t i o n . Of the t o t a l 72% f e l t t h a t t h e i r f i n a n c i a l circumstances 
were Ju s t about adequate^ but one f a t h e r s a i d : 
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"uie're only j u s t able to cope w i t h the 
expanse o f having Roy a t home. Ha went through 
e i g h t e e n l i g h t bulbs i n f o u r days and uie had 
broken crockery and broken g l a s s . A f t e r he s e t 
f i r e to the place the insurance company won't 
take anymore on. U i t h o u t him we'd be i n a h i g h e r 
b r a c k e t and have a b a t t e r standard o f l i v i n g . " 
For 17% o f the parents they claimed i t to ba a hard s t r u g g l e 
f i n a n c i a l l y and they f e l t as i f they were b a r e l y keeping t h e i r noses 
above water. Shortage o f m a t e r i a l resources was p r o v i n g to be a very 
l a r g e a d d i t i o n a l s t r e s s . Soma o f the 72% who recorded t h e i r s i t u a t i o n 
as j u s t adequate d i d add t h a t unless thay had had the weekly Attendance 
Allowance and gr a n t s from the Joseph Rountree T r u s t thay would not be 
i n t h i s c a t e g o r y . This immediately i n d i c a t e s t h a t the c o s t s o f r e a r i n g 
a handicapped c h i l d are l i k e l y to ba more than i s i n v o l v e d w i t h normal 
c h i l d r e n . 
At a time o f s p i r a l l i n g i n f l a t i o n f i n a n c i a l h e l p may be regarded 
as being more e s s e n t i a l than i t would have bean had the c o s t o f l i v i n g 
remained f a i r l y steady but no one would deny t h a t i n r e a r i n g a handi-
capped c h i l d there i s e x t r a expense t h a t would not occur w i t h a normal 
c h i l d . The parents r a t e d t h e i r needs as f o l l o w s : 
Not necessary Important E s s e n t i a l 
F i n a n c i a l help 6% 30% 64% 
Help w i t h a i d s 
and a p p l i a n c e s 10% 46% 44% 
Li k e w i s e w i t h a i d s and a p p l i a n c e s . I n the south west where the 
annual r a i n f a l l i s w e l l above the n a t i o n a l average, the mountain o f 
nappies and bedding which c o n t i n u e s to p i l e up from an i n c o n t i n e n t 
c h i l d makas a washing machine and a tumble d r i e r d e s i r a b l e . The 
tumble d r i e r was the most f r e q u e n t l y mentioned piece o f equipment to 
make l i f e bearable, f o l l o w e d next by the telephone. 
Although v a r i o u s resources are a v a i l a b l e to he l p p a r e n t s w i t h a 





Important E s s e n t i a l 
% % 
F i n a n c i a l 6 30 64 
Aids & Appliances 10 46 44 
N u r s e r i e s and 
Playgroups 
14 31 55 
H o s t e l care f o r 
s h o r t stay r e l i e f 45 27 28 
pa r e n t Support 
Groups 45 53 2 
C o u n s e l l i n g end 
i n f o r m a t i o n g i v i n g 5 65 30 
FIGURE 5, 
Opinion o f Parents i n the C o n t r a s t Group o f the 
major resources a v a i l a b l e to f a m i l i e s w i t h a 
handicapped c h i l d . 
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these. At the time o f doing the i n t e r v i e w s the f i r s t c h i l d r e n t o be 
a l l o c a t e d the Attendance Allowance ( S t a t u t o r y payment t o f a m i l i e s w i t h 
a handicapped member needing c o n s t a n t c a r e . Two r a t e s are payable, the 
lower f o r o n l y day care, and the hi g h e r f o r day and n i g h t cara. ) were 
coming up f o r review and s e v e r a l had had t h e i r f u l l r a t e reduced to 
the lower one. Parents wars angry. I f a n y t h i n g the handicapped c h i l d 
was more d i f f i c u l t to handle and many regarded the Attendance Allowance 
as the sugar on the b i t t e r p i l l o f handicap which the f a m i l y had had to 
t a k e . At an e a r l i e r date some p a r e n t s had had to e n l i s t the h e l p o f 
t h e i r n.P. to g e t t h i s Allowance and having had p r e v i o u s experience o f 
how to do b a t t l e thay s e t f o r t h to f i g h t a g a i n , b u t were maddened by 
the n e c e s s i t y o f having t o do t h i s . Many p a r e n t s had missed o u t com-
p l e t e l y on resources t h a t were t h e i r s by r i g h t . 
"Nobody t e l l s you where to gat a n y t h i n g u n t i l 
i t ' s too l a t a . " 
" I found o u t about the Attendance Allowanca 
from the man who came to r e p a i r my meter, 
nary was 7 and I knew n o t h i n g about i t . " 
"TtB lady i n the Post O f f i c e t o l d me when I 
want i n to get stamps. I d i d n ' t want to apply 
bu t she s a i d don't ba s i l l y . . . ." 
"My husband was o f f s i c k so I went to tha 
S o c i a l S e c u r i t y and thay t o l d me about Rowntree. 
I got a tumble d r i e r and a washing machine 
b u t I can't use them because I've nowhere to 
plumb them i n and so I'm hoping f o r a c o u n c i l 
house. Tha lady on the school bus t o l d me about 
tha Attendance Allowanca." 
Of the mothers who ware n o t wor k i n g 51% f e l t they were prevented 
from doing so by having a handicapped c h i l d . Of those who were working 
(and i n most cases i t had to be p a r t - t i m e ) 277^  thought t h a t t h e i r 
work performance was a f f e c t e d through having a handicapped c h i l d . 
F a c t o r s l i k e l a c k o f c o n c e n t r a t i o n , needing to take a l o t o f time 
o f f work, having to take l e s s w a l l p a i d j o b s because the hours would 
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f i t i n w i t h t h e i r having to meet the school bus were a i l mentioned. 
o f the f a t h e r s were working a t the time o f the survey and another 
10^, a l t h o u g h a t t h a t time w i t h o u t a j o b had worked f a i r l y r e c e n t l y . 
O v e r a l l 20% thought t h a t t h e i r work performance was a f f e c t e d by having 
a handicapped c h i l d . There were a few p o s i t i v e f e a t u r e s i n t h i s . One 
General P r a c t i t i o n e r whose c h i l d had Down's syndrome s a i d : 
" I t has helped me to ba more t o l e r a n t o f people 
w i t h a handicap and l e s s t o l e r a n t o f those w i t h 
n o t h i n g very much wrong." 
G e n e r a l l y the i n e v i t a b l e l o s s o f time a t work had made f o r d i f f i -
c u l t i e s w i t h some employers and a few naval f a t h e r s had had to leave 
the s e r v i c e l i f e which they s a i d they l o v e d to be shora-based so t h a t 
thay c o u l d help t h e i r wives to cope. One f a t h e r had been a salesman 
b u t he was so w o r r i e d about t h i n g s a t home t h a t he found he c o u l d not 
s e l l a n y t h i n g to anyone anymore. As the s a l e s dropped o f f so d i d the 
money and ha had to take on a l a b o u r i n g j o b which d i d n o t r e q u i r e much 
c o n c e n t r a t i o n . Another f a t h e r who had been a t sea s a i d : 
" I was a merchant seaman. I used to n e a r l y 
crack up t h i n k i n g about them when I was a t sea. 
There's many a n i g h t I've l a i d on my bed and 
c r i e d about Penny. I t put ma r i g h t o f f s h i p s ; 
I wrapped i t up and came home." 
A s l i g h t l y h igher p r o p o r t i o n o f the mothers (50%) compared w i t h 
42^ o f the f a t h e r s f e l t t h a t t h e i r s o c i a l l i f e was a f f e c t e d . This may 
r e f l e c t a s i t u a t i o n o f wives being housebound more than t h e i r w o r k i n g 
husbands. Obviously s o c i a l needs vary g r e a t l y and many par e n t s s a i d 
t h a t they had never bean ones f o r l e a v i n g t h e i r own f i r e s i d e s ^ b u t 
f o r many there was n o t even the chance to t h i n k about the p o s s i b i l i t y . 
The group as a whole tended to ba a f a i r l y s t a t i c p o p u l a t i o n and only 
two o f the f a m i l i e s had l i v e d i n Plymouth f o r l e s s than two years. Of 
the t o t a l 48 f a m i l i e s had l i v e d i n the area f o r more than f i v e years 
and o f these 26 had been there f o r more than tan years. This c o u l d 
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suggest t h a t having a handicapped c h i l d l i m i t s m o b i l i t y . L i f e does 
have to become very geered to the needs o f the c h i l d , as one f a t h e r 
p u t i t : 
" I t ' s been one l o n g c o n c e n t r a t e d round o f 
h o s p i t a l s , d o c t o r s , appliance f i t t i n g s and 
p h y s i o t h e r a p y , " 
I t would be a g i g a n t i c upheaval to r e - e s t a b l i s h t h i s process i n 
another environment. C e r t a i n l y most o f the f a m i l i e s who had moved to 
Plymouth since having a handicapped c h i l d spoke w e l l o f the s e r v i c e s 
compared to some o f those t h a t thay had experienced elsewhere, 
A v a r i e t y o f resources are r e q u i r e d to h e l p these f a m i l i e s and 
n o t a l l are valued e q u a l l y by everyone. The d i s l i k e shown by some 
p a r e n t s o f support groups and s h o r t stay h o s t e l s was i n c o n t r a s t to the 
widespread h i g h regard f o r the play group and nursery p r o v i s i o n , and 
shows t h a t u n i f o r m i t y o f approach and b l a n k e t p r o v i s i o n may not s u i t 
everyone so a range o f s e r v i c e s i s needed. However, i n times o f 
s t r i n g e n t economy when a wide range of necessery s e r v i c e s i s not made 
a v a i l a b l e the parents views are i m p o r t a n t i n d e t e r m i n i n g p r i o r i t i e s , 
SOCIAL U/ORK 
This was a p r o j e c t concerned w i t h s o c i a l work i n t e r v e n t i o n t h e r e -
f o r e a major s e c t i o n o f the q u e s t i o n n a i r e was designed to f i n d o u t 
the e x t a n t o f s o c i a l work involvement w i t h these f a m i l i e s . There 
ware r e p l i e s from 118 parents a l t h o u g h i n 20 cases i t was one p a r e n t 
speaking f o r a spouse who was not p r e s e n t a t the i n t e r v i e w and s a y i n g 
i n e f f e c t , t h a t to the bast o f t h e i r knowledge t h i s was the s i t u a t i o n . 
Of these p a r e n t s ; 
70 had never had any c o n t a c t w i t h a s o c i a l worker, 
48 had had some c o n t a c t . 
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Table t o show the number o f mothers and f a t h e r s 
i n the sub groups o f the C o n t r a s t Group who 
r e c a l l e d some c o n t a c t w i t h a s o c i a l worker. 
Group no th e r e Fa t h a r s 
yes no yes no 
1 15 - 14 -
2 3 12 1 13 
3 B 7 3 12 
4 4 11 - 15 
To t a l 30 30 IB 40 
FIGURE 6. 
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This r e v e a l s t h a t e x a c t l y h a l f o f the mothers r e c a l l having had 
some c o n t a c t w i t h a s o c i a l worker and h a l f d i d n o t , Ob\/iously a l l 
the p a r e n t s i n the f i r s t group which covered a sample o f f a m i l i e s w i t h 
a c h i l d a t t e n d i n g the Dr. Barnardos nursery had had c o n t a c t because i t 
was the p o l i c y o f the Bernardo p r o j e c t t h a t the a t t a c h e d s o c i a l worker 
made r o u t i n e v i s i t s . Of the t o t a l sample 18 f a t h e r s had c o n t a c t w i t h a 
s o c i a l worker and 14 o f these were i n Group 1, Of the r e m a i n i n g 45 
f a t h e r s only 4 r e c a l l e d having ever been i n touch w i t h a s o c i a l worker 
and none o f these was i n Group 4. 
These f i g u r e s might suggest t h a t f a t h e r s needs are n o t always 
r e c o g n i s e d or conversely since there appears to be s t i l l a stigma 
a t t a c h e d to some areas of s o c i a l work f a t h e r s may be l a s s r e c e p t i v e 
to s o c i a l work i n t e r v e n t i o n . There c o u l d be q u i t e a p r a c t i c a l i n t e r -
p r e t a t i o n i f the s o c i a l worker v i s i t e d d u r i n g c o n v e n t i o n a l working 
hours when the f a t h e r would n o t be a t home. This i s a f a c t o r which 
m i g h t have i m p l i c a t i o n s i n the subsequent work f o r g r e a t e r d e l i b e r a t e 
e f f o r t to i n v o l v e f a t h e r s . Although mothers appeared to bear the b r u n t 
o f the burden cr e a t e d by the handicap there was evidence t h a t many 
f a t h e r s were very i n v o l v e d i n s h a r i n g the task o f the c h i l d ' s u p b r i n g -
i n g and i t i s p o s s i b l e t h a t they c o u l d have f e l t unsupported i n t h i s . 
A lthough subgroups 3 and 4 were e s t a b l i s h e d by r e f e r e n c e to the 
Uiest Devon (Cental Handicap survey and wars based upon the r e p l i e s 
about not having had c o n t a c t w i t h a s o c i a l worker and whether or not 
they would have wished t o , i n f a c t , 12 o f the mothers and 4 o f the 
f a t h e r s i n my survey recorded t h a t they had had c o n t a c t * Some o f the 
c o n f u s i o n seems to have stemmed from the i n t e r v i e w e r s i n the West Devon 
survey themselves not being c l e a r about the d i f f e r e n c e s between a 
h e a l t h v i s i t o r and a s o c i a l worker, and f o r some p a r e n t s a s i n g l e 
v i s i t from a s o c i a l worker was not regarded as a c o n t a c t . This must 
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to soma e x t e n t make these f i g u r e s suspect but o f the t o t a l o f 48 
p a r e n t s who recorded having had c o n t a c t : 
12 had had a s i n g l e meeting. 
36 had had more than one meeting. 
Of tha 36, ten had now ceased to have involvement b u t 26 were 
c u r r e n t l y i n c o n t a c t and o f these 19 were seeing the Or. Barnardos 
s o c i a l worker. 
I n Group 1 e i g h t o f the f a m i l i e s who had had the Dr. Bernardo's 
s o c i a l worker ware not very impressed, whereas f i v e thought the help 
had been good. I n the three years since St. Nicholas nursery had been 
opened there had been f o u r s o c i a l workers s u c c e s s i v e l y a t t a c h e d t o the 
u n i t and t h i s had not helped i n e s t a b l i s h i n g an on-going s u p p o r t i v e 
s e r v i c e . This c o n t r a s t e d w i t h the e i g h t years which the s p e c i a l i s t 
h e a l t h v i s i t o r had been i n post and a l l who mentioned her work held i t 
i n h i g h esteem. Although they were not s p e c i f i c a l l y asked, f i v e 
f a m i l i e s i n t h i s group spoke spontaneously o f how much they had 
a p p r e c i a t e d t h i s h e a l t h v i s i t o r . Only three f a m i l i e s thought they had 
had c o n t a c t w i t h a Local A u t h o r i t y s o c i a l worker and o f these two 
were n o t impressed and one thought t h a t the s e r v i c e was reasonable. 
Tha second group had been supported almost e n t i r e l y by the 
s p e c i a l i s t h e a l t h v i s i t o r and o n l y one f a m i l y s a i d a n y t h i n g t h a t could 
have been regarded as m i l d l y c r i t i c a l , and t h a t was to s t a t e t h a t a l -
though she was a pleasant person they d i d not need her to c a l l . For 
the r e s t i t was genuine enthusiasm f o r the help she had given them 
s a y i n g t h a t 'she was worth har weight i n g o l d ' , was 'a super person' 
and 'we j u s t could not have got through w i t h o u t her'. The m a j o r i t y 
o f these parents d i d not know what s o c i a l workers d i d and c e r t a i n l y 
would have had d i f f i c u l t y i n d i f f e r e n t i a t i n g what they had r e c e i v e d 
from t h i s h e a l t h v i s i t o r from what i t was t h a t s o c i a l workers are 
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s a i d to do. Some had ideas about s o c i a l workers ' l i s t e n i n g ' or 
• a d v i s i n g ' or ' h e l p i n g ' b u t t h e r e was a g e n e r a l s c e p t i c i s m t h a t they 
had enough s p e c i a l i s t knowledge about handicapping c o n d i t i o n s which 
was probably v a l i d . Three of these f a m i l i e s had had v i s i t s from 
L o c a l A u t h o r i t y s o c i a l workers^ b u t f o r two they had baan once o n l y and 
the t h i r d f a m i l y had had two v i s i t s by a 'nice parson' b u t n o t h i n g more 
was r e c a l l e d . 
Group 3 i n c l u d e d two f a m i l i e s who gave good r e p o r t s o f the b r i e f 
c o n t a c t they had had w i t h the L o c a l A u t h o r i t y s o c i a l worker but another 
s i x mothers and a f a t h e r s a i d thay had o n l y seen a s o c i a l worker once 
and t h e r e was no ongoing care. They f e l t t h a t these 'occasional s o c i a l 
w o r k e r s ' d i d not know the resources nor understand the problems. 
Another repeated comment was on the y o u t h f u l n e s s o f the s o c i a l workers 
which was seen as a grave disadvantage. Again three f a m i l i e s i n t h i s 
group r e c a l l e d somewhat n o s t a l g i c a l l y t h e i r a p p r e c i a t i o n o f the h e a l t h 
v i s i t o r . 
F i n a l l y , i n Group 4 where o n l y f o u r mothers had seen a s o c i a l 
worker once or twice and none o f the f a t h e r s remembered ever having 
done so, general ignorance o f the s o c i a l work task p r e v a i l e d . Most 
p a r e n t s s a i d they d i d not know what s o c i a l workers d i d so i t i s under-
s t a n d a b l e t h a t they d i d n o t f e e l a need to see one. 
I asked a l l the parents what .was t h e i r impression o f what a s o c i a l 
worker d i d ; t h e i r r e p l i e s are shown i n Figure 7. The q u e s t i o n was open 
ended (See Questionnaire A, q u e s t i o n 15 i n the appendix) w i t h no p r e -
pared c a t e g o r i e s and yet the answers d i d l a a d to some marked groupings. 
Although contemporary s o c i a l work p r a c t i c e doas not c l a i m to be 
p r i m a r i l y concerned w i t h p r o v i d i n g m a t e r i a l a i d i t was a very i m p o r t a n t 
a s p e c t o f the p r o f e s s i o n ' s e a r l y development, and i n the case o f the 
e a r l y h o s p i t a l almoners, the p r i c e they had to pay f o r access to the 
A n a l y s i s o f the r e p l i e s by par e n t s i n the C o n t r a s t Croup 
to q u e s t i o n on s o c i a l worker's a c t i v i t i e s . 
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Type o f r e p l y No. o f r e p l i e s 
Don't know 25 
Resources 13' 
Oo n o t h i n g 6 
Help 6 
Deal w i t h problems 5 
L i a i s e 5 
y / i s i t people 4 
L i s ten 3 
Do a good j o b but don't know what 3 
Advise 2 
Suppor t 1 
Change jobs a l o t 1 
FIGURE 7. 
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p a t i e n t s . I t i s i n t e r e s t i n g t h a t resources ranks h i g h i n the l i s t and 
t h a t o n l y one f a m i l y mentioned su p p o r t which perhaps would be r a t e d 
as a key task by the s o c i a l workers themselves. 
There was q u i t e a wide ranging view o f the s o c i a l work task b u t 
i n by f a r the l a r g e s t p r o p o r t i o n o f the p a r e n t s ' comments n e g a t i v e 
a s p e c t s seem to predominate. 
"They t e l l you what you can g a t ; somebody to 
s i t down and t a l k to about your problems." 
"Comes and chats and when she goes away I f e e l 
b e t t e r . Thay know the s e r v i c e s to c o n t a c t i f 
you r e q u i r e a n y t h i n g and g i v e s u p p o r t . " 
"Person who l i s t e n s - do what they can i f they 
can: go back to h i g h ups f o r d e c i s i o n s , " 
"Somebody to t a l k to b u t one ste p o u t o f l i n e 
and i t goes on paper. Feel they have always g o t 
an aye on you ,, ." 
"Not sure what they do o t h e r than waste the tax 
payers money." 
"Sometimes I g e t the im p r e s s i o n t h a t she does 
not know what she i s there f o r . She seems to 
t r y to t a l k about e v e r y t h i n g and a n y t h i n g . 
There i s a need to t a l k b u t w i t h an o l d e r , more 
experienced one," 
" B a s i c a l l y they t r y to do a good j o b , b u t they 
have l o t s o f f a u l t s . Young people w i t h not much 
experience o f l i f e , unmarried, no c h i l d r e n , how 
can they know what i t i s l i k e ? I w i l l never 
f o r g e t one, a f i r s t c l a s s b i t c h and now she i s 
head o f a c h i l d r e n ' s s e c t i o n i n London. Uhat 
d i d she ever know about having k i d s ? " 
"I'm a f r a i d I haven't got much time f o r s o c i a l 
workers, most o f them who come are young, un-
ma r r i e d b i t s of s t u f f who know n o t h i n g a t a l l 
about k i d s , Thay read i t a l l from books and 
are n o t p r a c t i c a l , " 
The preference f o r an o l d e r s o c i a l worker came o u t many times 
i n t h i s survey. To s e v e r a l o f the par e n t s age appeared to be 
c o r r e l a t e d w i t h wisdom, c a r i n g and u n d e r s t a n d i n g , b u t o b v i o u s l y 
these should ba a t t r i b u t e s o f any p r o f e s s i o n a l l y q u a l i f i e d s o c i a l 
worker r e g a r d l e s s o f age. I t might ba t h a t t h e r e was something l e s s 
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t a n g i b l e t h a t the parents f e l t b ut c o u l d n o t v e r b a l i s e . In any 
r a l a t i o n s h i p the q u a l i t y o f i t i s very much dependent upon the two 
way i n t e r a c t i o n between the persons concerned, rnany o f the h a n d i * 
capped c h i l d r e n are incapatsle o f showing eny e m o t i o n a l response t o 
t h e i r p a r e n t s and i t becomes a one wey process o f the p a r e n t g i v i n g 
and r e c e i v i n g v i r t u a l l y n o t h i n g i n r e t u r n . I t c o u l d be ergued t h a t 
to s u s t a i n t h i s one way r e l a t i o n s h i p p a r e n t s need t o be given warmth 
and c a r i n g i n o t h e r s i g n i f i c a n t r e l a t i o n s h i p s . I t might even be t h a t 
they have a need to be 'parented' themselves to keep f u n c t i o n i n g i n 
t h i s abnormal s i t u a t i o n o f almost complete one sid e d g i v i n g . An o l d e r 
s o c i a l worker may be seen to be f u l f i l l i n g t h i s p a r t i c u l a r need and 
because i t e n t a i l s an e x c e s s i v e l y l o n g p e r i o d o f p r o f e s s i o n a l depend-
ency i t might need a worker w i t h l o n g experience to c a r r y t h i s r o l e . 
Some p a r e n t s spoke from personal e x p e r i e n c e , o t h e r s from having 
no e x p e r i e n c e , but some o f t h e i r comments were s t r o n g l y worded and 
spoken w i t h c o n s i d e r a b l e f e e l i n g : 
"Nobody's ever come and s a i d , ' H e l l o , I'm the 
s o c i a l worker' but then I ' d r e a l l y r a t h e r they 
d i d n ' t thank you, Ue don't r e a l l y need s o c i a l 
workers and i t would get up my nose i f they ceme 
and t r i e d to work on me," 
"Uhen you've f i r s t had a baby the s o c i e l worker 
comes along to sum up the home s i t u a t i o n , i s i t 
adequete, i s i t c l e a n , i s the mother capable,,. " 
"A s o c i a l worker deals w i t h inadequate people 
who cannot cope w i t h day to day average l i f e : a 
normal person doesn't need a s o c i a l worker," 
",,, f l o a t around and do n o t h i n g . bJe haven't 
had personal experience and we don't r e a l l y know 
but our impression i s t h a t thay are a b i t r i g i d 
and a r r o g a n t , " 
"Nothing, a b s o l u t e l y bloody n o t h i n g , " 
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"Somebody cama f r o m t h a h o s p i t a l - a y o u n g 
g i r l a b o u t 19 - cama a u a r y weak f r o m A p r i l t o 
J u l y and had a c u p o f t e a . I had no c o n f i d e n c e 
i n h a r a t a l l and c o u l d n ' t have gone t o h e r 
w i t h any p r o b l e m I h a d . B u t she seemed t o e n j o y 
h e r v i s i t s I u a s g l a d u h e n she u i a n t b a c k t o 
c o l l a g e t h o u g h . " 
I t i i ias a f a i r l y d i s m a l t e s t i m o n y t o t h e s o c i a l tdork p r o f e s s i o n and 
p e r h a p s some o f t h e d i s s a t i s f a c t i o n u i i t h t h a s o c i a l w o r k e r s t h e m s e l v e s 
u a s t h a t t hey u e r a s h a r i n g t h a f i e l d w i t h a s p e c i a l i s e d a n d s e e m i n g l y 
e x t r e m e l y c o m p e t e n t h e a l t h v i s i t o r who had s k i l l s f a r b e y o n d h e r own 
p r o f e s s i o n a l t r a i n i n g . Fo r e x a m p l e , she t o l d me t h a t o n l y r a r e l y d i d 
t h a m o t h e r s o f h a n d i c a p p e d c h i l d r e n a s k h e r f o r a d v i c e o n f e e d i n g 
p r o b l e m s w h i c h w e r e t h a r e g u l a r q u e r i e s t o h e r c o l l e a g u e s , Tha p r o b l e m s 
w i t h w h i c h she had t o t r y t o h e l p w e r e t o do w i t h s t r e s s e s c r e a t e d by 
t h a h a n d i c a p and v a r y f r e q u e n t l y t h e s e w a r e m a r i t a l d i f f i c u l t i e s . Tha 
m o t h e r s g r o u p a t 5 t , M i c h o l a s n u r s e r y w i t h whom I d i d t h e p i l o t s u r v e y 
t o l d me t h a t t h e y p r e f e r r e d to t a k e t h e i r a n x i e t i e s t o t h e h e a l t h 
v i s i t o r i n p r e f e r e n c e t o a n y o n e e l s e . I n t u i t i v e l y a n d r e p e a t e d l y t h i s 
h e a l t h v i s i t o r met t h e needs o f t h e s e f a m i l i e s by w o r k i n g w e l l b e y o n d 
t h e t r a d i t i o n a l b o u n d a r i e s o f h e r r o l e , o f t e n b e c a u s e t h e r e was nobody 
e l s e o f f e r i n g h e l p . She was a wa rm , c o n c e r n e d p e r s o n i n h e r l a t e 
t h i r t i e s . J u s t a s I was f i n i s h i n g t h e s u r v e y she c o m p l e t e d e i g h t y e a r s 
i n t h a p o s t and l e f t t o be m a r r i e d . U n t i l t h e n she had b e e n f a i r l y f r e e 
o f f a m i l y t i e s and made h e r s e l f r e a d i l y a v a i l a b l e . I n t i m e s o f c r i s i s 
she w o u l d go and spend a w h o l e day w i t h a f a m i l y s u p p o r t i n g them t h r o u g h 
t h a w o r s t o f i t ; she w o u l d spend l o n g h o u r s o n t h e t e l e p h o n e whan 
d i s t r e s s e d p a r e n t s r a n g h e r l a t a a t n i g h t . She w o u l d go t o t he f u n e r a l 
when a h a n d i c a p p e d c h i l d d i e d . Her me thod o f w o r k i n g to a moda l o f 
maximum a v a i l a b i l i t y a t t i m e s o f g r e a t e s t need m i g h t have i m p l i c a t i o n s 
f o r t h e s u b s e q u e n t p r o f e s s i o n a l i n v o l v e m e n t i n w o r k i n g w i t h t he e x p e r i -
m e n t a l g r o u p . 
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The s u r v e y r e v e a l e d q u i t e c o n s i d e r a b l e n e e d s p a r t i c u l a r l y a t 
t h e t i m e whan p a r e n t s w e r e f i r s t t o l d a b o u t t h e i r c h i l d ' s h a n d i c a p , 
a n d t h e n s u b s e q u e n t l y when f a m i l y s t r e s s w o u l d b u i l d up as a r e s u l t 
o f h a v i n g t h a t h a n d i c a p p e d member. I t w o u l d seem t o be a v e r y 
a p p r o p r i a t e a r e a f o r s o c i a l w o r k p r a c t i c e and y e t c l e a r l y i t was n o t 
b e i n g v e r y s u c c e s s f u l . 
S e v e r a l comments m i g h t be made a b o u t t h i s . I t i s s a i d t h a t s o c i a l 
w o r k t r a i n i n g h i t h e r t o has n o t g e n e r a l l y i n c l u d e d t h e h i g h d e g r e e o f 
s p e c i a l i s a t i o n t h a t w o r k i n g w i t h t h e f a m i l i e s o f h a n d i c a p p e d c h i l d r e n 
r e q u i r e s , hence t h e need f o r t he C. C .EI . T. S .Ui . R e p o r t o f a U o r k i n g 
P a r t y i n T r a i n i n g f o r S o c i a l U o r k w i t h H a n d i c a p p e d P e o p l e ( 1 9 7 4 ) . N o t 
o n l y d i d t h i s R e p o r t r e v i e w a d e a r t h o f p r o f e s s i o n a l e x p e r t i s e i n t h i s 
a r e a o f w o r k , i t a l s o i m p l i e d t h a t u n l e s s a s t u d e n t i n t r a i n i n g had a t 
l e a s t one case w h e r e a p e r s o n was h a n d i c a p p e d he w o u l d l e a v e h i s c o u r s e 
w i t h o u t any k n o w l e d g e i n t h i s f i e l d . 
B u t t h i s s u g g e s t i o n i n i t s e l f i s t r y i n g t o p e r p e t u a t e an a p p r o a c h 
i n s o c i a l w o r k w h i c h i s somewhat u n r e a l i s t i c . I t i s s a y i n g t h a t t o be 
e f f e c t i v e t h e w o r k e r needs t o have t h e d e t a i l e d k n o w l e d g e o f h a n d i c a p , 
t h e i r e f f e c t s , w h a t s e r v i c e s a r e a v a i l a b l e , a n d a p p r o p r i a t e . Such a 
d e g r e e o f s p e c i a l i s a t i o n w o u l d i n e v i t a b l y p u t t h e w o r k e r o u t on a 
l i m b and r e d u c e t he e f f e c t i v e n e s s o f i n t e r v e n t i o n i n o t h e r a r e a s . The 
i n d i v i d u a l s o c i a l w o r k e r o n l y needs t o know w h e r e t o go f o r t h a t 
i n f o r m a t i o n . T h a t , o f c o u r s e , assumes t h a t t h e i n f o r m a t i o n i s r e a d i l y 
a v a i l a b l e and i n t h e e a r l y s t a g e s t he s o c i a l w o r k p r o f e s s i o n may 
have t o c o n t r i b u t e t o t h e i n f o r m a t i o n s t o c k p i l i n g i n t h e r e l e v a n t 
q u a r t e r s . 
The comments f r o m t h e s e p a r e n t s s u g g e s t e d t h a t t h e t h e o r e t i c a l 
u n d e r p i n n i n g to t h e p r a c t i c e m i g h t w e l l have b e e n l a c k i n g b u t t h a t i s 
s o m e t h i n g w h i c h goes beyond i n f o r m a t i o n a v a i l a b i l i t y . A s o c i a l w o r k e r 
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needs to be e q u i p p e d w i t h m o d e l s f o r i n t e r v e n t i o n i n s i t u a t i o n s w h i c h 
a r e s t r e s s f u l , w h e t h e r t h e y a r e c r e a t e d by h a n d i c a p , by o l d age o r e v e n 
by d e u i a n c y . Fo rea rmed w i t h t h i s s o r t o f e x p e r t i s e a w o r k e r c a n i n t e r -
v e n e w i t h c o n f i d e n c e i n t h e w i d e r a n g e o f p r o b l e m s w h i c h i n e v i t a b l y 
come t o t he s o c i a l w o r k d e p a r t m e n t s . T h i s i s an a r g u m e n t , n o t f o r an 
i n c r e a s e d s p e c i a l i s a t i o n i n k n o w l e d g e o f a c l i e n t g r o u p , b u t f o r 
s p e c i a l i s a t i o n i n a r a n g e o f v e r s a t i l e m o d e l s o f s o c i a l w o r k i n t a r -
v e n t i o n . 
I t i s a l s o f r e q u e n t l y a r g u e d t h a t one f a c t o r w h i c h c o u l d a d v e r s e l y 
a f f e c t t h e a c q u i s i t i o n o f p a r t i c u l a r s k i l l s i n one s p e c i a l i s e d a r e a o f 
s o c i a l w o r k p r a c t i c e i s t h e somewhat p e c u l i a r c a r e e r s t r u c t u r e o f the 
p r o f e s s i o n * Once a b a s i c g r a d e s o c i a l w o r k e r i s p r o m o t e d t o s e n i o r 
l e v e l he l o s e s d i r e c t c o n t a c t w i t h t h e c l i e n t . T h i s c o n t r a s t s w i t h the 
m e d i c a l c o n s u l t a n t w h o , a t t he t o p o f h i s p r o f e s s i o n , i s s t i l l s e e i n g 
t h e m o s t c o m p l e x p r o b l e m s w i t h i n h i s s p e c i a l i t y * I t a l s o c o n t r i b u t e s 
t o w h a t t h e c l i e n t p e r c e i v e s a s a r a p i d t u r n o v e r i n s o c i a l w o r k s t a f f 
( f o r e x a m p l e , one o f t h e comments f r o m t h e s u r v e y was t o do w i t h 
s o c i a l w o r k e r s c h a n g i n g j o b s a l o t ) w h e r e a s t h e i r r e l a t i o n s h i p w i t h 
t he c o n s u l t a n t , and p o s s i b l y a l s o t h e h e a l t h v i s i t o r , i s o v e r a much 
l o n g e r p e r i o d o f t i m e * 
A l l t h i s may be t r u e , b u t i t d e n i e s t he v e r y o p p o r t u n i t y t h a t an 
I n t e g r a t e d A p p r o a c h o f f e r s w i t h r e g a r d t o t h e use o f m i d d l e manage -
m e n t * T h i s i s a r e s o u r c e i n i t s e l f * I f t he s o c i a l w o r k e r i s r e c o g n i s e d 
as b e i n g a l i a i s i n g p e r s o n , a g o - b e t w e e n , and a l i n k b e t w e e n r e s o u r c e 
and need t h a n t he e x p e r t i s e o f a s e n i o r i s r e a d i l y a v a i l a b l e t o a 
c l i e n t * 
To w o r k e f f e c t i v e l y i n t h i s f i e l d a s o c i a l w o r k e r n e e d s a l s o t o 
be a b l e t o s t r a d d l e t he a d u c a t i o n a l , m e d i c a l and s o c i a l c o m p o n e n t s more 
w i d e l y t h a n the s o c i a l w o r k p r o f e s s i o n n o r m a l l y r e q u i r e s , e v e n o f 
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t h o s e w o r k i n g w i t h i n a h o s p i t a l s e t t i n g . The comments f r o m t h e p a r e n t s 
i n t h e s u r v e y s u g g e s t t h a t t h e s o c i a l w o r k e r s w e r e i l l e q u i p p e d t o 
t a c k l e t h e p r o b l e m b e i n g c r e a t e d by t h e h a n d i c a p . F o r e x a m p l e , t h e r e 
w e r e r e f e r e n c e s t o t he w o r k e r n o t s e e m i n g t o know why s h e was t h e r e . 
T h e r e m i g h t have been some e v i d e n c e t o s u g g e s t t h a t b e c a u s e t h e l i m i t e d 
s o c i a l w o r k c o n t a c t w h i c h many o f t h e p a r e n t s e x p e r i e n c e d was so 
p i e c e m e a l i t c o u l d n o t be f e l t a s b e i n g e f f e c t i v e . I f t h i s was s o , i t 
may w e l l l i n k w i t h W o l k o n ' s r e s e a r c h f i n d i n g s ( 1 9 7 2 ) on c r i s i s t h e o r y 
w h i c h d e m o n s t r a t e d t h a t t h e e a r l i e r t h e i n t e r v e n t i o n t h e more e f f e c t i v e 
i t i s f e l t t o b e . The s o c i a l w o r k e r s seemed t o have been g o i n g i n a f t e r 
t h e c r i s i s c r e a t e d e i t h e r by h a v i n g been t o l d o f t h e c o n d i t i o n o r by 
s u b s e q u e n t f a m i l y s t r e s s , a n d t h e r e f o r e m i s s i n g t he moments when 
p a r e n t s may have been more a m e n a b l e t o a s s i s t a n c e . I n c o n t r a s t t o 
h e a l t h v i s i t i n g where a l l b a b i e s a r e p o t e n t i a l c a s e s u n t i l t h e y a r e 5 
y e a r s o l d , s o c i a l w o r k c a s e s a r e o n l y e s t a b l i s h e d i f n e e d i s known and 
o f f e r e d h e l p a c c e p t e d , Hany p o t e n t i a l c a s e s i n e v i t a b l y s l i p t h e n e t 
a n d e x a m p l e s o f t h e s e a r e i n s u b g r o u p 3 w h e r e p a r e n t s s t a t e d t h a t t h e y 
w o u l d have l i k e d t o have been o f f e r e d s o c i a l w o r k h e l p . T h i s s u g g e s t e d 
f o r t h e s e c o n d p a r t o f the r e s e a r c h s t u d y t h a t a mora e f f e c t i v e 
r e f e r r a l s y s t e m needed to be e s t a b l i s h e d . I t was a l s o b e h o l d e n u p o n 
t h a t s o c i a l w o r k e r i n a d d i t i o n t o t h e e x p e c t e d p r o f e s s i o n e l i n t e r -
v e n t i o n s k i l l s to be t h o r o u g h l y k n o w l e d g e a b l e a b o u t a l l a s p e c t s o f 
t h e h a n d i c a p p i n g c o n d i t i o n and t h e sys±em o f s e r v i c e s p e r t a i n i n g t o 
t h a t h a n d i c a p p e d p e r s o n , b e c a u s e t h e i n f o r m a t i o n as y e t , d i d n o t a p p e a r 
t o be c l e a r l y l o c a t e d , 
DISCUSSION 
The m a i n a i m o f t h i s s u r v e y was t o l e a r n f r o m a s a m p l e o f p a r e n t s 
a b o u t t h e i r a s s e s s m e n t o f t h e s e r v i c e s w h i c h t h e y had o r had n o t 
r e c e i v e d as f a m i l i e s w i t h a h a n d i c a p p e d c h i l d . Because t h e s a m p l e was 
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d e s i g n e d to i n c l u d e f a m i l i e s w h i c h had managed w i t h o u t v a r y much 
s u p p o r t , a s w e l l a s those w h i c h had a c t i v e l y s o u g h t i t , i t i s hoped 
t h a t a b a l a n c e d p e r c e p t i o n o f the s i t u a t i o n i s p r e s e n t e d * However i t 
i s i m p o r t a n t to s t r e s s t h a t t h i s i s a s u b j e c t i v e e v a l u a t i o n o f the 
s i t u a t i o n e n t i r e l y by the consumer o f the s e r v i c e and no i n v e s t i g a t i o n 
o f the p r o f e s s i o n a l ' s view p o i n t was c a r r i e d o u t * I t m i g h t be a r g u e d 
t h a t l i t t l e c o n f i d e n c e c a n be p l a c e d i n the v a l i d i t y o f some o f the 
p a r e n t s comments b e c a u s e t h e i r s t r o n g f e e l i n g s would d i s t o r t t h e i r 
a c c u r a c y * But e q u a l l y , i^ t c a n be a r g u e d t h a t f e e l i n g s a r e f a c t s , and 
i f t h e s e a r e s t r o n g l y h a l d than they a r e symptomat ic o f e q u a l l y s t r o n g 
c a u s a t i v e f a c t o r s * The d e s i g n o f the q u e s t i o n n a i r e wes to g i v e a 
c e r t a i n amount o f s t r u c t u r e to the a r e a s to be c o v e r e d , b u t the 
q u e s t i o n s were f a i r l y open ended s o t h a t the p a r e n t s c o u l d d e t e r m i n e 
how much i n f o r m a t i o n they w i s h e d to g i v e . I t may be t h a t the most 
v e r b o s e were the ones w i t h a g r i e v a n c e so the o v e r a l l r e s u l t o f the 
s u r v e y f i n d i n g s i s skewed more n e g a t i v e l y . P e r h a p s p a r e n t s f i n d i t 
e a s i e r to be c r i t i c a l o f r a t h e r than to p r a i s e what had h a p p e n e d , 
and t h i s c e r t a i n l y seemed to be the c a s e w i t h r e g a r d to the s o c i a l 
work i n t a r v a n t i o n . 
T h e r e have bean s t u d i e a s u c h a s t h o s e o f S a i n s b u r y ( 1 9 7 5 ) , n a y e r 
and Timms ( 1 9 7 0 ) and Baker e t a l ( 1 9 7 7 ) , Thoburn ( 1 9 8 0 ) w h i c h have 
h i g h l i g h t e d the problems o f a s s e s s i n g the e f f e c t i v e n e s s o f s o c i a l 
work and o t h e r r e s e a r c h e r s , G o l d b e r g ( 1 9 7 0 ) , n e y e r and Timms ( 1 9 7 0 ) , 
R«N. Timms ( 1 9 7 7 ) have urged t h a t the c l i e n t o p i n i o n be e v a l u a t e d , R i ta 
and Noel Timms, ( 1 9 7 7 ) (p*75 ) w r i t e t h a t : -
" S o c i a l w o r k e r s are d e e p l y i n v o l v e d i n the e r e a 
o f p l a n n i n g w i t h peop le so t h a t they c a n b e t t a r 
meet t h e i r n e e d s , a t t a i n t h e i r g o a l s , s e r v e t h e i r 
i n t e r e s t s * In t h i s k i n d o f e n t e r p r i s e s e e k i n g 
consumer o p i n i o n i s no t a f r i l l , no t a p u b l i c 
r e l a t i o n s e x e r c i s e , i t i s the h e a r t o f the m a t t e r , " 
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G o l d b e r g and F r u i n (1976 p . 8 ) s u g g e s t t h a t " S t u d i e s o f c l i e n t 
a t t i t u d e s and s a t i s f a c t i o n s c o u l d h e l p to make s o c i a l work mora r e l e -
v a n t and u s e f u l to c l i e n t s " . So i t i s i n a c c o r d w i t h tha p h i l o s o p h i e s 
o f t h e s e w r i t e r s t h a t t h i s s u r v e y was d e s i g n e d and e x e c u t e d . There i s 
no c l a i m o f any r i g o r o u s and e x a c t measurement o f tha i n c i d e n c e o f the 
p a r e n t s ' o p i n i o n s . The i n f o r m a t i o n g i v e n i s q u a l i t a t i v e r a t h e r than 
q u a n t i t a t i v e and u a s c o l l e c t e d from p a r e n t s who, e i t h e r had n o t e x p e r -
i e n c e d much i n tha way o f s e r v i c e s o r , who had been c o n s u m e r s o f the 
s e r v i c e s w i t h i n the c i t y , and i n some c a s e s e l s e w h e r e i n tha c o u n t r y . 
An a n a l y s i s o f tha d a t a c o l l e c t e d from the p a r e n t s p e r h a p s 
f o c u s s e d most c l e a r l y around t h r e e a r e a s w h i c h had i m p l i c a t i o n s f o r 
f u t u r e p r a c t i c e . I t i s a l r e a d y w e l l documented t h a t the t e l l i n g o f 
p a r e n t s must be done w i t h g r e a t s e n s i t i v i t y and s k i l l ( D ' A r c y ( 1 9 6 B ) 
ncAndraw ( 1 9 7 6 ) , Kew ( 1 9 7 6 ) ) and t h i s i s f u r t h e r r e i n f o r c e d by many 
comments from t h i s group o f p a r e n t s a b o u t how they were h a n d l e d a t t h i s 
s t a g e . They thought t h a t t h e i r a t t i t u d e to t h a c h i l d and the h a n d i c a p 
was c o n s i d e r a b l y a f f e c t e d by the e x p e r i e n c e o f b e i n g t o l d . Tha messaga 
from t h e s e p a r e n t s was t h a t the t e l l i n g s h o u l d be done a s e a r l y e s 
p o s s i b l e w i t h bo th p a r e n t s t o g e t h e r and w i t h p l e n t y o f t ime a v a i l a b l e 
f o r t a l k i n g a b o u t i t . 
I t i s to be e x p e c t e d t h a t t h e r e w i l l be a l o t o f s t r e s s w i t h i n 
f a m i l i e s c r e a t e d by h a v i n g a h a n d i c a p p e d raombar. T h i s s t r e s s c a n be 
p a r t i a l l y a l l e v i a t e d by tha a v a i l a b i l i t y o f a smooth ly o p e r a t i n g , w e l l 
c o - o r d i n a t e d s y s t e m o f s e r v i c e s . I t i s tha h i t c h e s w h i c h may be e i t h e r 
a ma jor one o f a d e l a y i n a s c h o o l a d m i s s i o n , o r a minor one o f a p i l e 
o f wet w a s h i n g on a r a i n y d a y , w h i c h s t r a i n a s t r e s s f u l s i t u a t i o n to 
b r e a k i n g p o i n t . In l i s t e n i n g to soma o f the p a r e n t s g r i e v a n c e s i t i s 
p o s s i b l e to u n d e r s t a n d why t h e r e m igh t have been t h e s e s e e m i n g d e l a y s 
i n the b u r e a u c r a t i c p r o c e d u r e s , and the r e a s o n s might have been v e r y 
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sound w i t h i n the a d m i n i s t r a t i v e c o n t e x t . B u t the p r o c e s a n i g h t need 
to be mora p a r s o n a l i a a d * Thera n i g h t ba a r o l e f o r the s o c i a l n o r k a r s 
to e n s u r a t h a t tha v a r i o u s s a r v i c e s do work t o g e t h e r and a r e amenable 
to c h a n g e s i n tha pace o f o p a r a t i o n a s h o u l d the o c c a s i o n w a r r a n t i t . 
T h i s i s n o t to deny t h a t t h e r e i s a p l a c e f o r a p p r o p r i a t e l y c h a n n e l l e d 
f i g h t i n g f o r h e l p w h i c h f o r sosie p a r e n t s i s i m p o r t a n t to t h a i r i d e n t i t y 
and p e r s o n a l i t y . But f o r t h o s e who a r e d e p r e a s a d and e x h a u a t a d t h e r e 
s h o u l d never have to be a b a t t l e to a c h i e v e t h a t to w h i c h thay a r e 
e n t i U e d . 
Tha t h i r d a r e a i s to do w i t h p r i o r i t i e s and i n v o l v i n g p a r e n t s i n 
d e c i s i o n s a b o u t t h e s e * D u r i n g the p l a y i n g back o f the t a p e s o f t h e s e 
i n t e r v i e w s , I r e c o r d e d s e v e r a l t i m e s u n s c h e d u l e d ( i n the s e n s e t h a t 
they were no t d i r e c t r e s p o n s e s to a q u e s t i o n a a k e d , b u t p a r t o f tha f low 
o f c o n v e r s a t i o n stemming from o t h e r i s s u e s ) comments a b o u t t h i n g s w h i c h 
had happened w h i c h the p a r e n t s had found p a r t i c u l a r l y h e l p f u l * S e v e r a l 
t i m a s t h e s e were r e f e r e n c e s to the u n e x p e c t e d g r a n t w h i c h the f a m i l y 
had r e c e i v e d from the J o s e p h Rownt ree F a m i l y Fund w h i c h had e n a b l e d 
them to r e p l a c e t h e i r worn o u t w a s h i n g machine w i t h a new a u t o m a t i c one 
or e v e n change t h e i r a n c i e n t c a r f o r a newer and more r e l i a b l e o n e . 
Nobody s a i d t h a t to have a c a r i n g c o n t a c t w i t h a key p e r s o n s k i l l e d i n 
d e a l i n g w i t h h a n d i c a p was tha most h e l p f u l t h i n g to have happened to 
them* O b v i o u s l y a m a t e r i a l a i d i s a more t a n g i b l e t h i n g to m e n t i o n , 
bu t b e c a u s e i t was no t s p a c i f i c a l l y m e n t i o n e d , i t d o e s n o t n e c e s s a r i l y 
i m p l y t h a t some p a r e n t s d i d n o t b e n e f i t from t h i s , tha l e s s t a n g i b l e 
type o f h e l p . But i t does have i m p l i c a t i o n s f o r the f u t u r e p l a n n i n g o f 
s e r v i c e s . 
As an example o f t h i s 4 ^ o f the p a r e n t s r e c o r d e d t h a t thay d i d 
n o t c o n s i d e r a s h o r t term h o s t e l type o f c a r e to be n e c e s s a r y ( p « 7 2 ) 
T h i s was a t a t ime whan a s h o r t term h o s t e l had been e s t a b l i s h e d i n 
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Plymouth where h a n d i c a p p e d c h i l d r e n may be a d m i t t e d f o r a s h o r t t ime 
to g i v e p a r e n t s a b r e a k . A t the t ime o f d o i n g the s u r v e y the h o s t e l 
was very newly e s t a b l i s h e d a n d e x p e r i e n c i n g some t e e t h i n g t r o u b l e s 
w h i c h soon a f t e r w a r d s were to be r e s o l v e d . T h i s m igh t have a f f e c t e d 
the p a r e n t s t h i n k i n g , but when p r e s s e d to e x p l a i n why they d i d n o t 
t h i n k t h i s was a p a r t i c u l a r l y v a l u a b l e s e r v i c e they made comments about 
the f a c t t h a t i f t h e r e was money to be s p e n t they c o u l d t h i n k o f b e t t e r 
ways o f s p e n d i n g i t . As a n example o f ' a b e t t e r way ' more than one 
p a r e n t s a i d t h a t to have a te lephone i n s t a l l e d and p e r h a p s even the 
r e n t a l p a i d f o r would have he lped them. One mother d e s c r i b e d how f a r 
she had to r u n to the p u b l i c t e l e p h o n e k i o s k when h e r h a n d i c a p p e d c h i l d 
was i l l . She had to l e a v e him a l o n e i n the house w i t h h e r o t h e r y o u n g s t e r 
knowing t h a t t h i s was r i s k y , and when she got to the t e l e p h o n e o f t e n 
she would f i n d i t v a n d a l i s e d and o u t o f o r d e r . 
I f a s the C o u r t R e p o r t ( 1 9 7 6 ) s u g g e s t s we i n c l u d e p a r e n t s i n the 
a s s e s s m e n t , d e c i s i o n - m a k i n g and management team o f s e r v i c e s fo r the 
h a n d i c a p p e d i t i s more l i k e l y t h a t the l i m i t e d r e s o u r c e s w i l l bo a l l o -
c a t e d to where they have maximum e f f e c t . Those who a r e e x t e r n a l to the 
problem may no t p e r c e i v e need i n the same way a s t h o s e who a r e d a i l y 
d e a l i n g w i t h i t . I n t h i s s i t u a t i o n t h i s means the p a r e n t s and s i n c e 
the e t h o s o f t h i s p r o j e c t i s to f o c u s upon the consumer v i e w p o i n t , i t 
i s i m p o r t a n t to r e c o r d t h e t the p a r e n t s have a w i s h to be i n v o l v e d i n 
the d e c i s i o n making w i t h r e g a r d to the s e r v i c e s f o r h a n d i c a p p e d c h i l d r e n 
and t h e i r f a m i l i e s . 
The emergence o f t h e s e th ree a r e a s o f need w h i c h p a r e n t s e a r -
marked a s p o s s i b i l i t i e s f o r improvement , i , e , 
1 ) more s e n s i t i v e t e l l i n g o f p a r e n t s t h a t t h e i r c h i l d i s h a n d i c a p p e d , 
2) a m i n i m i z i n g o f s t r e s s - — e s p e c i a l l y i n r e l a t i o n to o b t a i n i n g goods 
or s e r v i c e . 
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3) g r e a t e r p a r e n t a l i n v o l v e m e n t i n d e c i s i o n m a k i n g a b o u t t he a l l o c a -
t i o n o f s e r v i c e s and o t h e r r e s o u r c e s i n d i c a t e d a p p r o p r i a t e ways f o r 
s o c i a l w o r k i n t e r v e n t i o n w i t h t he E x p e r i m e n t a l G r o u p , a n d d e s i g n a t e d 
f a i r l y c l e a r l y w h a t t h e s o c i a l w o r k * t r e a t m e n t ' s h o u l d b e . 
I t was c l e a r t h a t ' i f t hese th ree areas ware to be tackLad then the s o c i a l w o r k 
i n t e r v e n t i o n w o u l d have to be w i t h a w i d e r c i r c l e o f p e o p l e t h a n j u s t 
t h e h a n d i c a p p e d c h i l d and h i s f a m i l y * Changes and m o d i f i c a t i o n s t o 
a t t i t u d e s and p r a c t i c e w o u l d have to be a c h i e v e d w i t h s e v e r a l k e y p e r s o n s 
i n v o l v e d i n p r o v i d i n g s e r v i c e s f o r t h e s e f o m i l i e s , i n p a r t i c u l a r , t h e 
m e d i c a l and e d u c a t i o n a l o n e s * 
The i n t e r v i e w s t h e m s e l v e s c r e a t e d c o n s i d e r a b l e i n t e r e s t a m o n g s t 
many o f the p a r e n t s * As t h e h a n d i c a p p e d i s an e a s i l y d e f i n a b l e g r o u p 
t h e y do t e n d t o be a t a r g e t f o r r e s e a r c h e r s i n s e v e r a l d i s c i p l i n e s * I 
d i d n o t w a n t t he g a t h e r i n g o f i n f o r m a t i o n t o be a one wey t h i n g , so 
when I had c o m p l e t e d the a n a l y s i s o f t h e d a t a I s e n t e a c h f a m i l y a c o p y 
o f a s h o r t p a p e r c o n t a i n i n g t he s a l i e n t p o i n t s w h i c h had e m e r g e d . 
A l t h o u g h i n t h e c o v e r i n g l e t t e r I i n v i t e d them to comment f u r t h e r i f 
t h a y so w i s h e d , none d i d s o . T h i s m i g h t i n d i c a t e a l a c k o f i n t e r e s t , 
a n u n p r o v o c a t i v a p a p e r o r p a r e n t s n o t h a v i n g t i m e t o do a n y t h i n g t h a t 
t h e y d i d n o t need t o do i n t h e i r v e r y e x h a u s t i n g d a y s * L i k e w i s e , 
a l t h o u g h I s e n t c o p i e s t o a l l t he head t e a c h e r s who had s p e n t t i m e 
s h o w i n g me r o u n d t h e i r s c h o o l s , o n l y one a c k n o w l e d g e d h a v i n g r e c e i v e d 
i t and s a i d she had s e n t a copy t o h e r head o f f i c e b e c a u s e she had 
f o u n d i t so i n t e r e s t i n g . The same r e a s o n s f o r t h e l a c k o f r e s p o n s e a s 
t h o s e p r o f f e r e d f o r t he p a r e n t s m i g h t a g a i n be a p p l i e d t o t h e t e a c h e r s . 
An a d d i t i o n a l one m i g h t be added and t h a t i s t o do w i t h n o t b e i n g 
p a r t i c u l a r l y i n t e r e s t e d i n w h a t t h e p a r e n t s heve t o s a y * O v e r a l l t h e 
l a c k o f r e s p o n s e s u g g e s t e d to t h e r e s e a r c h e r t h a t t h e p r o c e s s o f 
a c h i e v i n g change m i g h t be more d i f f i c u l t t h a n had e a r l i e r been a n t i -
c i p a t e d . 
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CHAPTER A 
E s t a b l i s h i n g t h e E x p e r i m e n t a l G r o u p . 
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"Between the i d e a 
and the r e a l i t y 
F a l l s tha shadow" 
T . S . E l i o t : The Hol low Plan. 
INTRODUCTION 
P a r t o f the a c a d e m i c c u l t u r e i s t h a t knowledge h a s v a l u e f o r i t s 
own s a k e . How t h a t knowledge I s a c q u i r e d r a i s e s c e r t a i n e t h i c a l i s s u e s 
i n s o c i a l e x p e r i m e n t s and t h i s l a p a r t i c u l a r l y i m p o r t a n t i n s o c i a l work 
whare c o n f i d e n t i a l i t y and r e s p e c t f o i r a n i n d i v i d u a l ' s s e l f - d e t e r m i n a t i o n 
a r e v i t a l components o f the p r a c t i c e . In s e t t i n g up an e x p e r i m e n t a l 
group to t a k e t h a s u r v e y f i n d i n g s f u r t h e r i t was i m p o r t a n t to s a t i s f y 
m y s e l f t h a t i t was an e x p e r i m e n t i n w h i c h t h e r e would be no harm done 
b u t o n l y d i f f e r e n t i a l l a v a l s o f b e n e f i t p r o v i d e d to t h o s e f a m i l i e s 
i n v o l v e d . L i k e w i s e i f t h e r e were to be any h a n d i c a p p e d c h i l d r e n who, 
f o r w h a t e v e r r e a s o n s , ware o o t r e f e r r e d s p e c i f i c a l l y to me i t waa 
i m p o r t a n t t h a t t h e i r f a m i l i e s s t i l l had the o p t i o n o f a s o c i a l work 
s e r v i c e . I f they were to be s e e n by a c o l l e a g u e t h e r e was l i k e l y to be 
a v a r i a t i o n i n t h e . t i m i n g o f the s o c i a l work i n t e r v e n t i o n b e c a u s e an 
e s s e n t i a l a s p e c t o f t h i s e x p e r i m e n t was v e r y e a r l y i n v o l v e m e n t , end 
t h i s was n o t n e c e s s a r i l y b e l i e v e d i n by the o t h e r e o c i a l w o r k e r s . 
S i m i l a r l y , t h e r e may w e l l be l e a s o f a m u l t i - d i s c i p l i n a r y a p p r o a c h f o r 
t h o s e f a m i l i a a w h i c h f e l l o u t s i d e the e x p e r i m e n t , b u t they ware i n no 
way a t r i s k through n o t b e i n g p a r t i c i p a n t s . There was no known e v i d e n c e 
a t t h a t s t a g e to s u p p o r t e a r l y o r l a t e r i n t e r v e n t i o n a s the mora 
a f f e c t i v e s o c i a l work p r a c t i c e . 
I n tha d e s i g n and p l a n f o r c o l l e c t i n g d e t a i t was v i t a l t h a t the 
p r i v a c y o f the f a m i l i e s i n v o l v e d wes r e s p e c t e d a s much a s p o s s i b l e . 
T h i s was one o f the o v e r r i d i n g f a c t o r s i n the d e c i s i o n t h a t o n l y a l o n e 
r e s e a r c h e r s h o u l d be i n v o l v e d i n a l l a s p e c t s o f the p r o j e c t t h e r e b y 
e n s u r i n g t h a t t h i s p r i v a c y rema ined p r o t e c t e d a s time p a s s e d . In an 
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a t t e m p t to d e v e l o p p r o c e d u r e s to m a i n t a i n the a c a d e m i c c r e d i b i l i t y 
and f a i r n e s s o f the e x p e r i m e n t a s i t went a l o n g , i n a l l roy d e a l i n g s 
w i t h those i n v o l v e d w i t h the r e s e a r c h i t was i m p o r t a n t f o r my s o c i a l 
work c o n s c i e n c e to ba c l e a r . 
I t c o u l d ba a r g u e d t h a t m e t h o d o l o g i c a l l y i t would ba u n r e a l i s t i c 
f o r one p e r s o n to a t t e m p t to do a l l t h r e e t h i n g s , i . e . to s e t up tha 
e x p e r i m e n t a l group o f c l i e n t s , to be the s o c i a l w o r k e r i n v o l v e d i n 
w o r k i n g d i r e c t l y w i t h tham and than to be tha r e s e a r c h w o r k e r a s s e s s i n g 
the work dons and i n some r e s p e c t s i t was n o t i d e a l . I n answer to t h i s 
I would a r g u e t h a t to r e a l l y u n d e r s t a n d a s y s t e m , a p r o b l e m , an a r e a 
o f p r a c t i c e , i t i s v i t a l to be p a r t o f i t . To be a n o n l o o k e r , a n o u t -
s i d e r m o n i t o r i n g the a c t i o n o f o t h e r s d o e s n o t g i v e q u i t e the same 
d e g r e e o f f e e l and u n d e r s t a n d i n g e v e n i f i t does g i v e a l a c k o f b i a s . 
I b e l i e v a wa need to c a r r y i n t o our s o c i a l work r e s e a r c h an a s p e c t o f 
p r a c t i c e w h i c h may ba g e t t i n g l o s t i n the stampede away from c a s e w o r k 
and t h a t i s tha c o n c e p t o f c o n t i n u i t y o f c a r e . J u s t a s a p e r s o n needs 
to d e v e l o p a r e l a t i o n s h i p o f t r u s t w i t h a c o u n s e l l o r and r e a l s h a r i n g 
c a n o n l y take p l a c e v e r y o f t e n w i t h i n tha c o n t a x t o f a s e c u r e o n e - t o -
one r e l a t i o n s h i p , so too w i l l a p e r s o n o n l y ba a b l a to s h a r e p r e c i o u s 
or t h r e a t e n i n g e x p e r i e n c e s w i t h i n tha c o n t a x t o f s u c h s e c u r i t y w i t h 
the r e s e a r c h e r . 
Tha d e l i c a c y o f tha s u b j e c t m a t t e r wou ld have made i t d i f f i c u l t 
f o r a s t r a n g e r , a f a c t to ba s u b s t a n t i a t e d by s e v e r a l p a r e n t s s a y i n g 
t h a t i t was o n l y b e c a u s e i t was somebody they knew and w i t h whom they 
f e l t c o m f o r t a b l e t h a t they were a b l e to r e s p o n d to my e v e n t u a l r e q u e s t 
t h a t they answer a q u e s t i o n n a i r e form a b o u t t h e i r e x p e r i e n c e s . In 
c o n t r a s t to the s u r v e y o f the o r i g i n a l group where I was a comple te 
s t r a n g e r to most o f tha c o u p l e s and where the p a r t i c i p a t i o n was 19% 
o f tha t o t a l r e q u e s t e d , the f i n a l s u r v e y o f t h i s e x p e r i m e n t a l group 
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had a 97% p a r t i c i p a t i o n r a t a . The o n l y p a r e n t s m i s s i n g w e r e a c o u p l e 
w i t h whom we had o n l y a v e r y s h o r t c o n t a c t and who had s u b s e q u a n t X y 
moved to the f ^ i d l a n d s . F u r t h e r m o r e i t was the r e s e a r c h e r and the p a r -
a n t s e v a l u a t i n g an e x p e r i e n c e from a s h a r e d b a s e , i n the s e n s e t h a t thsy / 
h a ^ b o t b p a ^ i ^ l p a t e d end w s r s q u e s t i o n i n g t h i s t o g e t h e r t h a t was to 
p r o d u c e the r i c h n e s s o f m a t e r i a l . 
P e r h a p s i n . t h e o r i g i n a l s u r v e y t h e r e was a tendency f o r p a r e n t s 
in t h e i r d i s t r e s s to l a t c h on much more to the n e g a t i v e a s p e c t s o f 
t h e i r e x p e r i e n c e s b e c a u s e t h i s i s a way t h a t peop le d e a l w i t h t h e i r 
f e e l i n g s . In the f o l l o w up o f the e x p e r i m e n t a l group they a p p e a r e d to 
p r e s e n t a more b a l a n c e d p i c t u r e i n t h a t c r i t i c i s m o f w h a t was dona 
were o f f s e t by comments a b o u t h e l p f u l a c t i o n s t o o . I n no way was my 
p r e s e n c e to b r i n g f o r t h o n l y p r a i s e and p o s i t i v e s . P a r e n t s were a b l e 
to c r i t i c i z e and e x p l a i n a b o u t the bad a s p e c t s e s w e l l a s the good. The 
f a c t t h a t s e v e r a l o f the f i g u r e s i n the f o l l o w up o f tha e x p e r i m e n t a l 
group showed s i m i l a r p a t t a r n s to t h o s e d i s c e r D i b l a i n t h a o r i g i n e l 
s u r v e y must to some e x t e n t make p l a u s i b l e the c o n t i n u i t y o f one r e -
s e a r c h e r whose way o f a s k i n g the q u e s t i o n s i s l i k e l y to be f a i r l y 
s t a n d a r d th roughout the s u r v e y . 
THE APPROACH TP THE CXPCRIPENTAL STUDY 
F o r one y e a r I was a t t a c h e d f u l l t ime to the s o c i e l work d e p a r t -
ment a t Freedom F i e l d s H o s p i t a l t a k i n g r e f e r r a l s o f any newly born or 
r e c e n t l y d i e g n o s e d c h i l d who was thought to be h a n d i c e p p e d , and where 
n e c e s s a r y , I c o n t i n u e d w o r k i n g w i t h t h e s e f a m i l i e s on a p a r t t ime b a s i s 
f o r a second y e e r . A l though i t was,, known tx> tha h o s p i t a l s t a f f t h a t I 
was c o l l e c t i n g r e s e a r c h d a t a , to the p a r e n t s I was the s o c i a l w o r k e r 
who s p e c i a l i s e d i n the prob lems o f h a n d i c a p p e d c h i l d r e n . In l i n e w i t h 
the f a l l i n g b i r t h r a t e , i m p r o v e m e n t s i n a m n i o c e n t e s i s t e s t i n g f o r f o e t a l 
a b n o r m a l i t i e s . a n d g e n e t i c c o u n s e l l i n g , the number o f h a n d i c a p p e d 
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c h i l d r e n b e i n g b o r n i s d r o p p i n g end t h e r e w e r e f e w e r c h i l d r e n c o n f i r m e d 
a s b e i n g h a n d i c a p p e d i n t h a t y e a r c o m p a r e d w i t h p r e v i o u s y e a r s . T h i s 
downward t r e n d i n t h e numbers had been a p p a r e n t i n t he r e c o r d s o f t h e 
h e a l t h v i s i t o r f o r h a n d i c a p p e d c h i l d r e n , w h e r e t h e r e had b e e n a v e r y 
m a r k e d d e c r e a s e i n t h e t o t a l r e f e r r e d t o h e r b e t w e e n t h e y e a r s 1 9 7 3 
a n d 1 9 7 4 , Up t o , and i n c l u d i n g 1 9 7 3 she had had a t l e a s t t w e n t y new 
r e f e r r a l s e a c h y e a r . I n 1974 t h i s f e l l t o s e v e n , i n -1975 i t was t e n 
a n d i n 1976 i t was o n l y f i v e . These w e r e , o f c o u r s e , c h i l d r e n u n d e r t h e 
aga o f f i v e and I was t a k i n g a g r e a t e r age r a n g e t o i n c l u d e y o u n g a r 
s c h o o l age c h i l d r e n i n my s a m p l e . From a r e s e a r c h p o i n t o f v i e w t h i s 
f a l l i n numbers was d i s a p p o i n t i n g b e c a u s e i t m e a n t t h a t t h e f i n a l 
s a m p l e was s m a l l e r t h a n had been hoped f o r , and p a r t l y b e c a u s e o f t h i s 
I d i d t a k e o l d e r c h i l d r e n t h a n I had o r i g i n a l l y i n t e n d e d * f r o m e v e r y 
o t h e r p o i n t o f v i e w the f a l l i n numbers i s s p e n d i d * * 
The w o r k f l o w was n o t s u c h t h a t i t w o u l d w a r r a n t a f u l l t i m e 
s p e c i a l i s t w o r k e r i n n o r m a l c i r c u m s t a n c e s , b u t i t d i d e n a b l e me t o be 
r e a d i l y a v a i l a b l e , When I was n o t i n h o s p i t a l I e n c o u r a g e d my m e d i c a l 
c o l l e a g u e s t o c o n t a c t me a t home any t i m e d u r i n g t h e day o r n i g h t o r 
a t t h e w e e k e n d , and a p a r t f r o m t a k i n g t h r e e weeks h o l i d s y d u r i n g t he 
t w e l v e m o n t h s I was ' o n c a l l ' f o r r e f e r r a l s a n d d i s c u s s i o n a t a l l 
t i m e s * 
The p l a n was t h a t w h e n e v e r a baby was b o r n , o r a c h i l d e x a m i n e d , 
and t h e r a was t h e p o s s i b i l i t y , no m a t t e r how s l i g h t , o f t h e r e b e i n g a 
m e d i c a l s i t u a t i o n w h i c h c o u l d c a u s a a h a n d i c a p p i n g c o n d i t i o n , t h e 
d o c t o r c o n c e r n e d w o u l d c o n t a c t me e i t h e r i n t h e h o s p i t a l o r a t home* 
I t was i m p o r t a n t f o r t he c o n t a c t n o t t o be d e l a y e d u n t i l n o r m a l l y 
r e c o g n i s e d w o r k i n g h o u r s b u t f o r i t t o be a s s o o n a s t h e r e was any 
s u s p i c i s i o n o f a b n o r m a l i t y e v e n i f t h i s was d u r i n g the n i g h t . 
O b v i o u s l y i t w o u l d t a k e t ime f o r t h e new way o f w o r k i n g t o be 
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e s t a b l i s h e d w h i c h was to c a l l t he s o c i a l w o r k e r i n a t t h e v e r y 
b e g i n n i n g and i n e v e r y s i t u a t i o n . 
I n i t i a l l y . t h e r e was some a p p r e h e n s i o n , a n d e v e n a m b i v a l e n c e , 
f r o m the s o c i a l w o r k e r s a b o u t my a t t a c h m e n t w h i c h had b e e n a g r e e d by 
t h e P r i n c i p a l h e d i c a l S o c i a l W o r k e r and t h e c o n s u l t a n t s . A l t h o u g h t h e r e 
was e n t h u s i a s m f o r h a v i n g an a d d i t i o n a l w o r k e r t h e r e was c o n c e r n t h a t 
I m i g h t be c r e a m i n g o f f t h e m o s t i n t e r e s t i n g c a s e s . -Th is was f u r t h e r 
a g g r a v a t e d by t h e a l r e a d y e s t a b l i s h e d l i n k i n g o f t h e p a a d i a t r i c s o c i a l 
w o r k e r s t o r e s p e c t i v e c o n s u l t a n t s , t h e r e b y h a v i n g c r e a t e d a way o f 
w o r k i n g w i t h w h i c h t h e y w a r e a l l f a m i l i a r , f ly p r e s e n c e was c u t t i n g 
a c r o s s t h e p r o c e d u r e s o n two s c o r e s , one b e i n g t h a t I w o u l d w o r k t o 
a l l t h e c o n s u l t a n t s and t h e o t h e r b e i n g t h a t I w o u l d t a k e o n l y c e r t a i n 
c a s e s , f^y e e r l i a r i n v o l v e m e n t w i t h t h e d e p a r t m e n t had b e e n a s a 
v i s i t i n g t u t o r and ona o f t ha s o c i a l w o r k e r s was a f o r m e r s t u d e n t , 
a l t h o u g h n o t a p e r s o n a l t u t a e . To some e x t e n t t h i s r o l e t e n d e d t o s t a y 
w i t h me a l t h o u g h I h a p p i l y s h a r e d t h e s t u d e n t s ' r o o m , f i l i n g c a b i n e t 
and t e l e p h o n e . The o n l y c o n c e s s i o n I had was t h a t a s e c r e t a r y t y p e d 
my c a s e r e c o r d i n g w h e r e a s t he s t u d e n t s had t o do t h e i r s i n l o n g h e n d . 
I t was e x t r a w o r k f o r t ha s e c r e t a r i e s who w e n t o u t o f t h e i r way t o be 
h e l p f u l and f a c i l i t a t e a s m o o t h l y r u n n i n g r e s e a r c h p r o j e c t . I n t h e 
s e c o n d y e a r i n p a r t i c u l a r when I was l e s s f r e q u e n t l y i n t h e h o s p i t a l 
t h e y w e r e m o s t s k i l l e d a t d e c i d i n g when i t was n e c e s s a r y t o c o n t a c t 
3ia and t h e n i n l o c a t i n g me. As t i m e w e n t by e v e r y b o d y s e t t l e d w i t h 
t he s i t u a t i o n and good w i l l a l l r o u n d made i t w o r k , a l t h o u g h somewhat 
g u a r d e d l y o n o c c a s i o n s . 
I t i s a l r e a d y w e l l d o c u m e n t e d t h a t t h e t e l l i n g o f p a r e n t s m u s t 
be done w i t h g r e a t s e n s i t i v i t y a n d s k i l l a s was m e n t i o n e d i n C h a p t e r 
3 . The comments a b o u t b e i n g t o l d o f t h e i r c h i l d ' s h a n d i c a p f r o m t h e 
p a r e n t s in t h e . c o n t r a s t Group made l i n k s b e t w e e n i t h e w a y t i ^ y had been h a n d l e d a t 
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t h i s s t a g s and the a t t i t u d e they s u b s e q u e n t l y were to a d o p t towards 
t h e i r c h i l d and to the h a n d i c a p i t s e l f . The message w h i c h came o u t 
so c l e a r l y was t h a t the t e l l i n g s h o u l d be done w i t h h o n e s t y a s e a r l y 
a s p o s s i b l e , w i t h both p a r e n t s t o g e t h e r and w i t h p l e n t y o f t ime 
a v a i l a b l e f o r t a l k i n g about i t . A l e a d e r i n a r e c e n t B r i t i s h (Medical 
J o u r n a l s t a t e s : -
" T e l l i n g the mother and the f a t h e r i s a . 
h o r r i d t a s k , and however s y m p a t h e t i c a l l y 
dona t h e r e i s a f e e l i n g o f i n c o m p e t e n c e . 
The e s s e n t i a l m o t i v a t i o n o f m e d i c i n e i s to 
r e l i e v e s u f f e r i n g and h e r e i s a d e n i a l o f 
t h a t p o s s i b i l i t y . The r e s p o n s e o f a l l i s 
u s u a l l y to w i t h d r a w and n o t c o m m u n i c a t e , 
the w e l l known phenomena o f r e j e c t i o n . O f t e n 
tha p e r s o n s most a f f e c t e d e m o t i o n a l l y a r e 
u n w i t t i n g l y i g n o r e d . " 
As w e l l a s a c k n o w l e d g i n g t h a t i t i s a " h o r r i d t a s k " , i m p l i c i t i n 
t h i s q u o t a t i o n i s the need f o r a d d i t i o n a l e x p e r t i s e ; no one p e r s o n 
c a n have a l l the s k i l l s and knowledge n e c e s s a r y . The s u r v e y f i n d i n g s 
i n d i c a t e d v e r y c l e a r l y t h a t the a c t u a l t a i l i n g o f p a r e n t s needed to 
be improved upon and i t c o u l d ba t h a t by d e v e l o p i n g s o c i a l work s k i l l s 
i n t h i s a r e a to complement the m e d i c a l i n v o l v e m e n t some o f the a p p a r e n t 
need may ba mat . There was much to s u g g e s t t h a t a m u l t i d i s c i p l i n a r y 
a p p r o a c h might be r e q u i r e d . 
D u r i n g the f i r s t y e a r o f my a t t a c h m e n t to the h o s p i t a l I was 
a t t e m p t i n g to use the d a t a from tha s u r v e y t o g e t h e r w i t h c o n c e p t u a l -
i s a t i o n c o n c e r n i n g c r i s i s , l o s s and b e r e a v e m e n t ( C a p l a n , ( 1 9 6 1 , 1 9 7 4 ) , 
P a r a d ( 1 9 6 5 ) , n u r r a y - p a r k a a ( 1 9 6 5 , 1 9 7 1 , 1 9 7 5 ) , K u b l a r - R o s s ( 1 9 6 9 ) 
Hancock ( 1 9 7 6 ) , P o l l a c k a t a l ( 1 9 7 6 ) , R a p p o p o r t ( 1 9 6 5 ) , Linderaann 
( 1 9 6 5 ) ) a s a b a s i s fo r u n d e r s t a n d i n g and i n t e r v e n i n g a t the t ime of 
t e l l i n g new p a r e n t s t h a t t h a i r c h i l d was h a n d i c a p p e d . I t was a n 
a t t e m p t to g i v e a b a t t e r s e r v i c e by e n c o u r a g i n g j o i n t work a s a 
m u l t i d i s c i p l i n a r y team and t h e n , i n due c o u r s e , to r e v i e w w h e t h e r 
o r n o t t h i s had been h e l p f u l to p a r e n t s i n t h e i r o v e r a l l a c c e p t a n c e 
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o f the s i t u a t i o n . I t n a c a s s i t a t a d tha s o c i a l work p r a c t i c a a p p r o x -
i m a t i n g to tha madicaX model o f tuenty four hour c o v a r a g a r a t h a r than 
tha mora u s u a l o f f i c e hour a v / a i l a b i l i t y , and i f adopted more w i d e l y 
t h i s o b v i o u s l y would have i m p l i c a t i o n s f o r s o c i a l work d e p a r t m e n t s , 
s u c h a s a need to mora moving towards r o t a c o v e r a g e . 
D u r i n g the 1 9 7 0 ' s the c a l l f o r m u l t i d i s c i p l i n a r y teams i n c r e a s e d 
a s the i n t e r e s t o f v a r i o u s p r o f e s s i o n a l b o d i e s ^ and p a r t i c u l a r l y t h o s e 
w i t h i n tha h e a l t h f i e l d , f o c u s s a d upon tha whole problem r a t h e r than a 
s e c t i o n o f i t . Both tha C o u r t R e p o r t ( 1 9 7 6 ) and tha U a r n o c k R e p o r t 
( 1 9 7 8 ) recommended a taam e p p r o a c h to the two a r e a s o f t h e i r e n q u i r y , 
t h i s b e i n g a c o n c e p t w h i c h may be r e a d i l y a c c e p t a b l e to the s o c i a l work 
p r o f e s s i o n w i t h i t s l o n g h i s t o r y o f teamwork o r g a n i s a t i o n s . In the 
I n t r o d u c t i o n to Teamwork i n the P e r s o n a l S o c i a l S e r v i c e s and H e a l t h 
C a r e ( 1 9 8 0 ) L o n s d a l e a t a l w r i t e : 
"The v e r y commitment o f human s e r v i c e p r o f e s s i o n s 
to a p h i l o s o p h y o f h e l p and c a r e r e i n f o r c e s tha 
e t h i c o f c o - o p e r a t i v e and c o l l a b o r a t i v e w o r k i n g 
e s p e c i a l l y where the w e l l - b e i n g o f the c l i e n t 
depends upon i t « " 
However , a s Kane ( 1 9 7 5 ) h a s i n d i c a t e d , a l t h o u g h much u s e f u l 
d i a l o g u e has o c c u r r e d , no t n e a r l y so much a t t e n t i o n has bean p a i d to 
s u c h i s s u e s a s g o a l a c h i e v e m e n t th rough teamwork. 
She made a s t u d y o f m u l t i d i s c i p l i n a r y teamwork i n the U n i t e d 
S t a t e s o v e r a ten y e a r p e r i o d w h i c h showed a d i v e r s i t y o f team a r r a n g e -
ments and "a growing r e c o g n i t i o n t h a t p a t i e n t s comply b a t t e r w i t h 
m e d i c a l r e q u i r e m e n t s when they a r e s a t i s f i e d w i t h t h e i r i n t e r a c t i o n 
w i t h h e a l t h p e r s o n n e l . ' * ( p » l A 4 ) . 
H i l t n a r p o i n t e d o u t ( 1 9 5 8 ) t h a t t e n s i o n s a r e p a r t o f i n t e r - d i s c i -
p l i n a r y work and a v e r y i m p o r t a n t a s p e c t o f moving towards teams w i t h 
l e s s c l e a r l y d e f i n e d p r o f e s s i o n a l r o l e s may be a r e d u c t i o n i n t h a t 
t e n s i o n . I m p l i c i t i n t h i s i s a r e c o g n i t i o n o f the i m p o r t a n c e o f tha 
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i n t e r - p r o f e s s i o n a l i n t a r a c t i o n s b e i n g r e l a t i v e l y f r e e o f t e n s i o n i n 
o r d e r to h e l p p a t i e n t s to f e e l more c o m f o r t a b l e i n t h e i r r e l a t i o n s h i p s 
w i t h these p r o f e s s i o n a l s . One g o a l o f teamwork then i s f o r b e t t e r 
communica t ion b e c a u s e p e o p l e f e e l more r e l a x e d w i t h e a c h o t h e r i n t h e i r 
i n t e r a c t i o n s . 
I n the p r e s e n t r e s e a r c h the r o l a b lur r ing w h i c h Kane d e s c r i b e d a s 
p a r t o f the i n t e g r a t i v e team was n o t p l a n n e d i n w o r k i n g w i t h the E x p e r i -
m e n t a l Group: i t was i n t e n d e d to f o l l o w a " c o - o r d i n a t e team" model a s 
opposed to an " i n t e g r a t i v e team" model . (Kane 1 9 7 5 ) i n w h i c h 
d i s t i n c t p r o f e s s i o n a l r o l e s would be m a i n t a i n e d , and a l t h o u g h the 
s o c i a l worker would be the key p e r s o n i n a s s i s t i n g c o m m u n i c a t i o n , the 
c o n s u l t a n t was the Btndisputed l e a d e r by v i r t u e o f h i s m e d i c a l a u t h o r i t y * 
I n l i iabb's ( 1 9 7 5 ) taxonomy o f teams t h i s would be a ' c o m p l e x team' i n 
w h i c h both s k i l l s and t a s k s o f the d i f f e r e n t members v a r y . 
I t c o u l d bo a rgued t h a t a c o - o r d i n a t e model i s no t a r e a l team 
model but J u s t a group o f p r o f e s s i o n a l s o p e r a t i n g t o g e t h e r b e c a u s e o f 
a common i n t e r e s t . E a r l i e r i t was s t a t e d t h a t the t a s k s i n v o l v e d i n 
h e l p i n g f a m i l i e s w i t h a h a n d i c a p p e d c h i l d e r e too complex to be e n -
compassed by a s i n g l e d i s c i p l i n e but t h a t i s n o t to s a y t h a t by merg ing 
r o l e s a b e t t e r s e r v i c e i s to be p r e s e n t e d . I t i s r e i n f o r c i n g the p o i n t 
t h a t the p r o f e s s i o n a l r o l e s e r e c o m p l e m e n t a r y , t h a t t h e r e i s to be a 
c o - o r d i n a t i o n o f v a r i o u s k i n d s o f s e r v i c e and e n a p p r o a c h to the c a r e 
o f t h e s e f a m i l i e s on the b a s i s t h a t t h e i r p rob lems a r e m u l t i d i m e n s i o n a l . 
I b e l i e v e i t i s q u i t e a p p r o p r i a t e f o r t h i s c o - o r d i n a t i o n o f a s e t o f 
i n d i v i d u e l p r o f e s s i o n a l a c t i v i t i e s to ba c a l l e d teamwork, and t h a t 
w i t h i n t h i s framework t h e i r r o l e s s h o u l d r e m a i n q u i t e d i s t i n c t . 
nuch o f the t h i n k i n g c o n c e r n i n g c r i s i s i n t e r v e n t i o n w h i c h h a s 
p e r m ea ted s o c i a l work p r a c t i c e d u r i n g the l a s t d e c a d e s t e m s from the 
work o f G e r a l d C a p l a n ( 1 9 6 1 , 1 9 6 4 , 1 9 7 4 , ) a p s y c h o a n a l y s t who h a s 
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s p e c i a l i s e d i n c h i l d and f a m i l y p s y c h i a t r y * C a p l a n b e l i e v e s a c r i s i s 
i s b a s i c a l l y i d i o s y n c r a t i c b u t a f f e c t e d by the e n v i r o n m e n t . Ha r e g a r d s 
i t a s a s h o r t p e r i o d o f p s y c h o l o g i c a l u p s e t p r e c i p i t a t e d by a sudden 
and s i g n i f i c a n t change i n a l i f e s i t u a t i o n w h i c h c r e a t e s p rob lems 
t e m p o r a r i l y beyond t h a t p e r s o n ' s c o p i n g c a p a c i t y . I n the normal mode 
o f l i v i n g i n d i v i d u a l s a r e c o n t i n u a l l y f a c e d w i t h s i t u a t i o n s r e q u i r i n g 
prob lem s o l v i n g a c t i v i t i e s u h i c h u i t h a d a p t a t i o n s and a d j u s t m e n t r e s u l t 
i n a s t a t e o f e q u i l i b r i u m . In a c r i s i s the problem s t i m u l u s i s 
e x a g g e r a t e d and t h a t p e r s o n ' s normal c o p i n g r e p e r t o i r e i s overbfhelmed 
so t h a t h i s u s u a l p a t t e r n o f f u n c t i o n i n g becomes d i s o r g a n i s e d . T h i s 
C a p l a n r e f e r s to a s e m o t i o n a l d i s t u r b a n c e \ahan a p a t i e n t may be c o n -
f u s e d , i r r i t a b l e , a n g r y , d e p r e s s e d , a g g r e s s i v e and f r u s t r a t e d . Hou 
the p e r i o d o f c r i s i s i s r e s o l v e d may d e t e r m i n e a move towards e i t h e r 
m e n t a l h e a l t h or menta l d i s o r d e r . T h i s i s v e r y d e p e n d e n t upon the 
i n d i v i d u a l ' s problem s o l v i n g c a p a c i t i e s , h i s p r e v i o u s e x p e r i e n c e s o f 
c r i s i s , h i s a g e , sex and s o c i a l s t a t u s , and h i s r e s o u r c e s w i t h i n the 
e n v i r o n m e n t . 
E r i k s o n (1950 ) d i v i d e s c r i s e s i n t o ' d e v e l o p m e n t s ' o r those p r e -
c i p i t a t e d by a new m e t u r a t i o n a l phase i n the p s y c h o s o c i a l d e v e l o p m e n t , 
and ' a c c i d e n t a l ' u h i c h a r e brought on by l i f e ' s u n e x p e c t e d e v e n t s . 
These C a p l a n terms s i t u a t i o n a l c r i s e s and h i g h l i g h t s t h r e e main t y p e s 
w h i c h a r e c a u s e d b y : -
( a ) l o s s o f a s o u r c e o f s a t i s f a c t i o n o f b a s i c n e e d s , e . g . l o s s o f a 
l o v e d p e r s o n , o r l o s s of a b o d i l y f u n c t i o n 
( b ) the danger o f s u c h a l o s s 
( c ) a c h a l l e n g e w h i c h o v e r t a x e s the p e r s o n ' s c a p a c i t i e s s u c h a s 
a sudden Job promot ion or d e m o t i o n . 
A c o m p l e x i t y o f f a c t o r s a f f e c t s an i n d i v i d u a l ' s a b i l i t y to cope 
w i t h the c r i s i s . These a r e to do w i t h the a v a i l a b i l i t y o f the b a s i c 
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p h y s i c a l nacQSs i t l es such as food and warmth, the p s y c h o l o g i c a l 
n a c a s s i t i e s such as i n t a r a c t i o n and a f f e c t i o n ^ and the s o c i o c u l t u r a l 
n e c e s s i t i e s such as custom and v a l u e s , a l l of which are valuable and 
w i l l determine how tha i n d i v i d u a l de f ines and attempts to overcome h i s 
c r i s i s . 
Perhaps the major c r i t i c i s m to be l e v e l l e d a g s i n s t C a p l a n ' s theory 
of c r i s i s i s that he has worked out a modal r e l a t e d 'to an i n d i v i d u a l 
in c r i s i s , and given l i t t l e s p e c i f i c guidance in working with groups 
i n c r i s i s . A family r e c e n t l y to ld that the i r c h i l d i s handicapped 
might a l l ba in c r i s i s but i n d i v i d u a l members might be a t d i f f e r e n t 
s tages of behavioural r e a c t i o n which makes for greater complexity i n 
working. 
I t i s becoming widely recognised by p r o f e s s i o n a l workers that 
b r i e f in te rven t ion w i l l be e f f e c t i v e a t the onset of tha c r i s i s period 
(Hancock 1976) and that the same i n t e r v e n t i o n w i l l hava a greater e f f e c t 
tha c l o s e r i t occurs to the c r i s i s (Uolkan 1977) . I t i s recognised that 
during c r i s i s the i n d i v i d u a l exper iences a heightened d e s i r e for help 
and i s mora s u s c e p t i b l e to tha i n f l u e n c e of t h i s than dur ing per iods 
of s t a b l e funct ion ing . I t i s a time of m a l l e a b i l i t y and a v a i l a b i l i t y 
but i t i s a l s o a time when many complex fo rces are i n t e r a c t i n g to 
cause the d i s e q u i l i b r i u m and therefore a parson may be ' a t r i s k * of 
not r e s o l v i n g the c r i s i s i n a way deemed to be hea l thy . 
Tha in te rvent ion i s modelled on the method f i r s t used by Lindemann 
(1965) in helping beraaved people to "mourn the c r i s i s " . He did t h i s 
by engaging them in a process whereby the i r understanding of the 
s i t u a t i o n was enlarged, by support ing tham in express ing the i r own 
f e e l i n g s , by helping them to sea what was happening in a r e a l i t y -
based frame of re fe rence , so that they could ragein hopa of being eble 
to in f luence tha outcome by t h e i r own e f f o r t s . 
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T h i s t e c h n i q u e o f ' p r e v e n t a t i v e i n t e r v e n t i o n * d u r i n g c r i s i s con 
be supplemented by a t e c h n i q u e o f ' a n t i c i p a t o r y g u i d a n c e ' w h i c h may be 
u s e d whan h a z a r d o u s c i r c u m s t a n c e s , w h i c h might l e a d to c r i s i s , e r e 
e x p e c t e d . T h i s h a s been d e v e l o p e d by K u b l e r - f l o s s ( 1 9 6 9 ) i n c a t e g o r i s i n g 
s t a g e s through w h i c h peop le p a s s and i d e n t i f y i n g t h e s e by b e h a v i o u r a l 
m a n i f e s t a t i o n s , i n a n t i c i p a t i o n o f d e a t h , and s i m i l a r r e s p o n s e s a r e 
r e c o g n i s e d by H u r r e y - P a r k e s ( 1 9 7 1 , 1975) i n a n t i c i p a t i n g mourn ing , o f 
o t h e r s i g n i f i c a n t l o s s e s . F u r t h e r a d a p t a t i o n s and d e v e l o p m e n t o f t h i s 
c o n c e p t u a l i s a t i o n have been made by P o l a k e t a l ( 1 9 7 6 ) o n i n t e r v e n t i o n 
i n a c u t e b e r e a v e m e n t , Hencock ( 1 9 7 6 ) i n w o r k i n g i n a newborn n u r s e r y 
i n t e n s i v e c a r e u n i t , B o c i a n ( 1 9 7 3 ) i n w o r k i n g more s p e c i f i c a l l y w i t h 
p a r e n t s o f b a b i e s w i t h c h r o m o s o n a l anocBalies and K e n n e l e t a l ( 1 9 7 0 ) 
on the mourning r e s p o n s e s o f p a r e n t s to the d e a t h o f a newborn i n f a n t . 
I t h a s been a theory p r i m a r i l y d e v e l o p e d and u s e d by the m e d i c a l 
p r o f e s s i o n w i t h i n t h i s f i e l d a n d , a s y e t , a l t h o u g h s o c i a l w o r k e r s seem 
to be aware o f i t s e x i s t e n c e and p o s s i b l e v e l u e a s a method o f i n t e r -
v e n t i o n , they a r e tardy i n a p p l y i n g i t and r e l u c t a n t to w r i t e a b o u t 
i t . U i t h i n tha c o n t e x t o f a n I n t e g r a t e d a p p r o a c h t h i s p r o j e c t was a n 
a t t e m p t by a s o c i a l worker to use tha t h e o r y o f c r i s i s i n t e r v e n t i o n 
i n w o r k i n g w i t h f a m i l i e s a t the t ima they ware t o l d t h a t they had a 
h a n d i c a p p e d c h i l d . 
When p e r e n t s a r e t o l d t h a t t h e i r c h i l d i s h a n d i c a p p e d i t i s 
p o s s i b l e t h a t they might f a c e an e m o t i o n a l c r i s i s a s a c u t a a s any 
c h a l l e n g e w h i c h tha h a n d i c a p may p r e s e n t , and a s much s k i l l must be 
a p p l i e d to the c a r e o f the p a r e n t s a s to the c h i l d ' s m e d i c a l 
p r o b l e m s . The c h i l d who i s h a n d i c a p p e d i s v e r y much the p a t i e n t of 
the d o c t o r s and n u r s e s ; the p a r e n t s need the c a r e o f the s o c i a l 
w o r k e r . To t r e a t tha f a m i l y a s a whole i s beyond the e x p e r t i s e o f 
e i t h e r d i s c i p l i n e so i t needs to be a team e f f o r t i n w h i c h the 
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m e d i c a l knowledge i s complemented by the s o c i a l work s k i l l s . In t h i s 
p r o j e c t tha team was d e l i b e r a t e l y k e p t s m a l l and u s u a l l y c o n s i s t e d o f 
one o f the p a e d i a t r i c c o n s u l t a n t s and the s o c i a l worker J o i n e d by 
e i t h e r the r e g i s t r a r o r tha houseman. SomatiDaft, i f ongo ing h o s -
p i t a l i s a t i o n was going to be n e c e s s a r y , the U a r d S i s t e r was a l s o 
i n v o l v e d . 
I n t a i l i n g p a r e n t s t h a t t h e i r c h i l d i s hend icapped the c r i s i s 
s i t u a t i o n i s p r e d i c t a b l e and i t s o n s e t c o n t r o l l a b l e . U n t i l p a r e n t s a r e 
g i v e n t h i s i n f o r m a t i o n , e v a n i f they have had some a n x i e t i e s , they a r a 
n o t s t r i c t l y " i n c r i s i s " . However, the c o n t e n t o f t h i s message i s o f 
s u c h enormous s i g n i f i c a n c e t h a t they a r e l i k e l y to be thrown i n t o 
immedia te c r i s i s onca they a r e t o l d . S o , w i t h t h i s d e g r e e o f c o n -
t r o l l a b i l i t y i t was i m p o r t a n t f o r the team to be o p e r a t i n g a t i t s 
most a f f e c t i v e . I d e a l l y tha t i m i n g o f t e l l i n g the p a r e n t s was c a r e f u l l y 
p l a n n e d so t h a t i t took p l a c e a s soon a f t e r the d i a g n o s i s was known to 
the c l i n i c i a n s a s was r e a s o n a b l e , b u t when bo th p a r e n t s were t o g e t h e r . 
I t was a l s o i m p o r t a n t f o r t h o s e c o n c e r n e d n o t to be r u s h e d so t h a t the 
p a r o n t s ware g i v e n a l l the t ime thay needed i n the immedia te s i t u a t i o n . 
P a r e n t s i n a shocked s t a g e r e t a i n v e r y l i t t l e o f wha t i n i t i a l l y 
i s s a i d to them ( O ' A r c y ( ' 1 9 6 8 ) , Kew ( ;1975 ) , Cunningham ( 1 9 7 9 ) , 
PlcAodrew '(1976) Thomas ^ 1 9 7 8 ) ) . so one o f the r e a s o n s why i t was 
i m p o r t a n t f o r the s o c i a l w o r k e r to h e a r e x a c t l y what i n f o r m a t i o n was 
g i v e n wes so t h a t i n the d e y s ahead t h i s c o u l d be r e p e a t e d a s the 
p a r e n t s became a b l e to a b s o r b a l i t t l e mora . B u t the p r e s e n c e o f the 
s o c i a l worker a t t h i s key i n t e r v i e w had much g r e a t e r s i g n i f i c a n c e than 
m e r e l y b e i n g p a r t y to the m e d i c a l f a c t s . I t was a l s o i n t e n d e d to a l l o w 
the s o c i a l worker to b e g i n to work w i t h the p a r e n t s a t the t ime o f 
t h e i r maximum d i s e q u i l i b r i u m when they seemad most i n need o f h e l p 
and mora amenable to i n f l u e n c e , (ti iolkon ( 1 9 7 7 ) , Hancock ( l 9 7 6 ) . ) 
108 
I m p l i c i t i n a l l t h i s a r e i d e a s o f m a l l e a b i l i t y , o f n e e d i n g to s t r i k e 
w h i l e the i r o n i s h o t , and i t was to be shown s u b s e q u e n t l y t h a t a 
s h o r t p e r i o d o f work timed a p p r o p r i a t e l y , was i n f i n i t e l y more a f f e c t i v e 
q u a n t i t a t i v e l y whan compared w i t h t h o s e s i t u a t i o n s where the p a r e n t s 
ware no t s e e n a t the c r i s i s p o i n t and l a t e r were to need much more s o c i a l 
work i n t e r v e n t i o n . I t w i l l a l s o be d e m o n s t r a t e d t h a t i n those s i t u a t i o n s 
whore the s o c i a l worker came i n a f t e r the news had been broken to the 
f a m i l y i t took much l o n g e r to e s t a b l i s h what her r o l e s h o u l d be and the 
a f f o c t i v e n o s s o f the i n t e r v e n t i o n was f e l t by the f a m i l i e s to be 
w a n t i n g , a t l e a s t i n the b e g i n n i n g s t a g e s i f no t t h r o u g h o u t . 
H a n d i c a p and mourning a r e i n e x t r i c a b l y l i n k e d . ( O l s h a n s k y ( 1 9 6 2 ) ) , 
The b i r t h o f an o b v i o u s l y s e v e r e l y i m p a i r e d c h i l d i s o f t e n accompan ied 
by s i l e n c e w i t h i n the room f o l l o w e d by s o t t o voce d i s c u s s i o n between 
m i d w i v o s and d o c t o r s and a q u i c k r e m o v a l and s e p a r a t i o n o f baby from 
m o t h e r . The mother , and the f a t h e r i f he h a s been p r e s e n t a t the 
d e l i v e r y , know someth ing i s wrong . J u s t how wrong they may have to 
w a i t to know, but from t h a t moment a p s y c h o l o g i c a l p r o c e s s i s s e t i n 
m o t i o n , p a r e n t s b e g i n a g r i e f r e e c t i o n to the l o s s o f s o m e t h i n g they 
had been a n t i c i p a t i n g fo r n i n e months o r l o n g e r , and t h a t i s a normal 
baby . ( O l s h a n s k y ( 1 9 6 2 ) , nowat t ( 1 9 6 5 ) , Kanner ( 1 9 5 3 ) , Hancock ( 1 9 7 6 ) ) . 
P a r t o f the p r o c e s s o f t e l l i n g p a r e n t s was to f a c i l i t a t e the g r i e v i n g 
p r o c e s s w h i c h f o l l o w e d the i n f o r m e t i o n b e i n g r e c e i v e d , and the main 
r o l e o f tha s o c i a l worker was to h e l p the p a r e n t s g r i e v e i n a h e a l t h y 
way ( (v iu r ray -Parkes ( 1 9 6 5 ) , S imos ( 1 9 7 7 ) . ) A l t h o u g h the f e a r o f 
a b n o r m a l i t y may f l a e t i n g l y p a s s through the mind o f a p r e g n a n t woman 
tha image o f the baby w h i c h she c a r r i e s i s g e n e r a l l y o f a normal o n e . 
( C a r r and Oppe ( 1 9 7 1 ) ) . When she and her husband l e a r n t h a t t h i s 
normal baby has not bean d e l i v e r e d to them they e x p e r i e n c e a t r e m e n -
dous f e e l i n g o f l o s s . They have a baby b u t i t i s no t the baby they 
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had v i s u a l i s e d and they mourn the l o s s o f normal growth and deve lopment 
through c h i l d h o o d to a d u l t l i f e . T h e i r hopes and t h e i r f o r w a r d p l a n n i n g 
a r e s h a t t e r e d ; they f a c e a f u t u r e dominated by f e a r o f the unknown. 
A v a r y r e a l f a c t o r i n the b i r t h o f a s e v e r e l y h a n d i c a p p e d c h i l d i s 
t h a t he may d i e d u r i n g the n e o n a t a l , or immedia te p o s t n e o n a t a l p e r i o d . 
( K a n n a l l , S l y t e r and K l a u s ( 1 9 7 0 ) . ) These p a r e n t s have to f a c e two 
l o s s e s , one be ing the normal baby they had e x p e c t e d , f o l l o w e d by the 
d e a t h o f the abnormal baby who was d e l i v e r e d to them. F o r most o f 
t h e s e p a r e n t s d e a t h o f a c l o s e r e l a t i v e i s a new e x p e r i e n c e . They a r e 
young , t h e i r own p a r e n t s a r e a l i v e u s u a l l y and they have not e n c o u n t e r e d 
l o s s through d e a t h i n t h e i r l i f e e x p e r i e n c e , so they have l i t t l e upon 
w h i c h to draw. A l r e e d y they a r e i n a g r i e v i n g s t a g e a s they mourn tha 
l o s s o f the normal baby and s u d d e n l y , on top o f t h i s , comes a s e c o n d 
l o s s w h i c h i s more d e f i n i t e and f i n a l . As they mourn the f i r s t l o s s 
t h e r e i s a l w a y s a p a r t o f them w h i c h w i l l hang on to the c o m f o r t i n g 
thought t h a t p e r h a p s the d o c t o r s a r e wrong and i t i s n o t a s bad a s they 
s a y . I t c o u l d be t h a t t h e i r baby w i l l meke b e t t e r p r o g r e s s than they 
had been l e d to b e l i e v e . But when t h a t baby d i e s t h e r e i s n o t h i n g l a f t 
to hope f o r and they a r e t o t a l l y b e r e a v e d . Y e t a t the same time they 
e x p e r i e n c e a m b i v a l e n t f e e l i n g s f o r a p a r t o f them knows t h a t d e a t h 
was p e r h a p s the b e s t way o u t , and a p a r t o f them b e l i e v e s t h a t they 
c o u l d have done much f o r t h a t c h i l d . 
I n e v i t a b l y bereavement i s one o f the s e v e r e s t forms o f p s y -
c h o l o g i c a l s t r e s s ( r i u r r a y - P a r k e s (1965 ) . ) I t i s the p r i c e t h a t i s p a i d 
f o r commitment and the p a i n o f g r i e f i s a s much a p a r t o f l i f e a s the 
j o y o f l o v e . A c o u p l e may have committed t h e m s e l v e s to p a r e n t h o o d 
o n l y to f i n d t h a t v a r y soon they have l o s t t h a t s t a t u s . The d e a t h 
i s u n t i m e l y a s i n e v i t a b l y i t i s when any c h i l d d i e s , and the p s y -
c h o l o g i c a l a d j u s t m e n t may be l e s s good than i n t i m e l y d e a t h . There 
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i s a l s o v e r y l i t t l e to remember and memories a r e an e s s e n t i a l p a r t 
o f the mourning p r o c e s s and someth ing to w h i c h p e o p l e i n t h e i r g r i e f 
c a n r e t u r n . ( H u r r a y - P a r k a s ( 1 9 6 5 ) ) , D e a t h r e p r e s e n t s the u l t imate 
l o s s and a r o u s e s p o w e r f u l e m o t i o n a l s t a t e s , n o t o n l y i n the immediate 
r e l a t i v e s , b u t i n the s t a f f i n v o l v e d w i t h the c e r i n g . I found t h a t 
somet imes the d o c t o r s end n u r s e s l o o k e d to the s o c i a l worker f o r 
s u p p o r t a s w e l l . P e r h a p s one o f the b e n e f i t s o f my h a v i n g a s m a l l c a s e 
l o a d whan i t d i d have a h i g h p r o p o r t i o n o f g r i e f and m o u r n i n g , was t h a t 
i t d i d g i v e me e c h a n c e to r e g e n e r a t e e m o t i o n e l energy between the 
c a s e s . I t was s o m e t h i n g w h i c h a s a team we coped w i t h by l e a n i n g on 
e a c h o t h e r i n t i m e s o f e x c e p t i o n a l s a d n e s s , and had we n o t been f u n c -
t i o n i n g i n a m u l t i d i s c i p l i n a r y way p e r h e p s we would have had to r e s o r t 
to the more t r a d i t i o n a l m e d i c a l way o f o p t i n g o u t . ( B o c i a n and Kaback 
( 1 9 7 8 ) ) , For example wa c o u l d have been v e r y f a c t u a l , g i v i n g tha 
p a i n f u l news i n m e d i c a l terms and b e i n g a s b r i e f a s p o s s i b l e . Uie c o u l d 
have a v o i d e d the p a r e n t s once they had been t o l d , o r we c o u l d have 
a r r a n g e d fo r them to have had t r a n q u i l l i s e r s to dampen down t h e i r g r i e f . 
But we knew t h a t i n the l o n g term t h i s was n o t l i k e l y to be h e l p f u l to 
the p a r e n t s and t h a t we s h o u l d n o t p r o t e c t our own f e e l i n g s by no t 
g e t t i n g i n v o l v e d w i t h t h e i r s . I t was i m p o r t a n t f o r tha team to r e m a i n 
s e r e n e and f o r the s o c i a l w o r k e r , i n p a r t i c u l a r , to l i s t e n and to bear 
the r e p e t i t i o n o f the p a r e n t s ' r e a c t i o n s to t h e i r g r i e f f o r a s many 
t i m e s a s was n e c e s s a r y fo r the h e a l i n g p r o c e s s , to t o l e r a t e t h e i r 
a n g u i s h w i t h empathy and w i t h o u t e v e r p r e m a t u r e l y c u t t i n g i t o f f , 
( S i m o s ( 1 9 7 7 ) . ) . Ue s u p p o r t e d t h e i r e x p r e s s i o n o f f e e l i n g s and r e a s -
s u r e d them t h a t i t was n o r m a l . Ue e n c o u r a g e d them to r e g a r d i t a s a 
p e r i o d o f c o n v a l e s c e n c e to an i l l n e s s w h i c h would p r o b a b l y take them 
a t l e a s t a month and o f t e n l o n g e r to c o m p l e t e . ( S i m o s ( 1 9 7 7 ) , C a p l a n 
( 1 9 6 5 ) ) . The s o c i a l work c o n t i n u e d u n t i l the mourn ing p e r i o d seemed 
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to be over and the e m o t i o n a l e q u i l i b r i u m w e l l towards r e s t o r a t i o n . 
The d e a t h o f the c h i l d was n e v e r s e e n a s tha end o f the e p i s o d e . 
The a c t u a l t e l l i n g o f the p a r e n t s was p l a n n e d v a r y much a c c o r d i n g 
to tha f i n d i n g s o f the e a r l i e r s u r v e y . Our p r a c t i c e was to see tha 
p a r e n t s a s a team and f o r tha c o n s u l t a n t to g i v e the m e d i c a l i n f o r m a t i o n 
w i t h p e r h a p s a few comments from the J u n i o r d o c t o r o r from me. Then I 
would s t a y on w i t h the p a r e n t s a l l o w i n g them to g r i e v e and s h a r i n g i t 
w i t h them. I t was v e r y much a time o f b e i n g on h a n d , b e i n g r e a d i l y 
a v a i l a b l e and g i v i n g f a i r l y b a s i c tea and sympathy . Some 12 to 24 h o u r s 
l a t e r i t was a n t i c i p a t e d t h a t the p a r e n t s would be ready fo r a l o n g e r 
i n t e r v i e w i n w h i c h there would be much mora d i s c u s s i o n o f the i m p l i c a -
t i o n s o f the c o n d i t i o n , p e r h a p s a need to r e c o g n i s e t h a t t h e i r baby was 
a p e r s o n and not a t h i n g , and t h a t he needed a name and a p l a c e a s a 
member o f t h e i r f a m i l y . As a team we t r i e d to l i a i s e c l o s e l y and i f 
t h e r e was any f u r t h e r i n f o r m a t i o n to be g i v e n the c o n s u l t a n t would t r y 
to do i t whan I was w i t h h im. 
RECORDIMG PROCEDURES 
A l l my work a t tha h o s p i t a l was r e c o r d e d i n the p a t i e n t s c a s e n o t e s 
w h i c h were f i l e d i n the s o c i a l work d e p a r t m e n t . They were used a s a 
r e c o r d and a s a w o r k i n g t o o l and I r e c o g n i s e d the i m p o r t a n c e o f k e e p i n g 
them v e r y up to d a t e . They c o n t a i n e d a s o c i a l w o r k e r ' s a s s e s s m e n t o f 
the work b e i n g u n d e r t a k e n and i n a t t e m p t i n g to show s o c i a l work i n 
a c t i o n they i n c l u d e d the bad t h i n g s a s w e l l a s the good t h i n g s t h a t 
were done. One t h i n g t h a t seemed to have emerged so c l e a r l y from the 
o r i g i n a l s u r v e y was the c o n f u s i o n on the p a r t o f the p a r e n t s , and 
p e r h a p s a l s o amongst tha w o r k e r s , a s to what the s o c i a l work task m i g h t 
b e . An i m p o r t a n t aim i n w r i t i n g a blow by blow a c c o u n t o f the e v e n t s 
was to t ry to u n v e i l some o f tha m y s t e r i e s o f the p r a c t i c e o f s o c i a l 
w o r k . I t was f a r from p e r f e c t , bu t i t was r e a l and h o p e f u l l y , an h o n e s t 
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e x p o s i t i o n o f the s o c i a l work a s i t was done . An a n a l y s i s o f the 
h o s p i t a l r e c o r d s forms the c o n t e n t o f the n e x t C h a p t e r . ( C h a p t e r 5 ) . 
C h a p t e r 6 r e v i e w s the e v a l u a t i o n made by the p a r e n t s a t l e a s t 12 
months and not more then 15 months a f t e r t h e i r f i r s t e x p e r i e n c e a t 
the h o s p i t a l . Three d i f f e r e n t q u e s t i o n n e i r e s were u s e d . For Group A 
i t was the same q u e s t i o n n a i r e t h a t I had u s e d i n the o r i g i n a l s u r v e y . 
However , t h e r e was a d i f f i c u l t y h e r e i n t h a t I c o u l d n o t use t h i s 
q u e s t i o n n a i r e w i t h the f a m i l y o f S a r a h R o b e r t s who hed s i n c e d i e d , so 
I had to use the one adap ted f o r a l l the f a m i l i e s where a c h i l d had 
d i e d . As a r e s u l t the e v a l u a t i o n by the R o b e r t s p a r e n t s i s i n c l u d e d 
w i t h the Croup B e v a l u a t i o n b u t c a r e i s taken to d i f f e r e n t i a t e between 
e v a l u a t i o n about the work c o n c e r n e d w i t h her d e a t h , and the work about 
h e r h a n d i c a p t h a t had p r e c e d e d i t , A t h i r d q u e s t i o n n a i r e was u s e d f o r 
Group C where i t was i m p o r t a n t to e s t a b l i s h w h e t h e r or n o t e a r l y i n t e r -
v e n t i o n on the p a r t o f the s o c i a l worker a t a t ime o f m e d i c a l u n c e r t -
a i n t y had been h e l p f u l , o r had c r e a t e d a d d i t i o n a l a n x i e t y . I f I was 
c o n s i d e r e d to be the s p e c i a l s o c i a l worker f o r h a n d i c a p p e d c h i l d r e n 
d i d my p r e s e n c e and o f f e r o f h e l p s u g g e s t a c o n d i t i o n mora ominous then 
i t m i g h t be and t h e r e f o r e make the p a r e n t s u n d u l y w o r r i e d ? In t e s t i n g 
o u t a h y p o t h e s i s o f the b e n e f i t s o f e a r l y i n t e r v e n t i o n the feedback 
from t h i s group was to be o f p a r t i c u l a r s i g n i f i c a n c e . 
Throughout t h i s p r o j e c t e v a l u a t i o n o c c u r s a t many s t a g e s end a t 
s e v e r a l l e v e l s . I n the p r o c e s s o f do ing s o c i a l work judgements a r e 
i n e v i t a b l y b e i n g made by the s o c i a l w o r k e r a s a s e l f - m o n i t o r i n g p r o c e s s 
and a t o o l o f the j o b . So the work done a t the h o s p i t a l w i t h the 
e x p e r i m e n t a l group c o n t a i n e d much o f t h i s type o f e v a l u a t i o n . R u n n i n g 
judgements were r e c o r d e d and tha w o r k e r ' s comments were a l s o w r i t t e n 
down a t tha c o n c l u s i o n o f the s o c i a l work i n v o l v e m e n t w i t h the f a m i l y . 
C l i e n t s a l s o comment on the h e l p f u l n e s s or o t h e r w i s e o f the work , a s 
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i t proceeds, and these spontaneous e v a l u a t i o n s are a l s o recorded. I t 
i s l i k e l y that there could be d i s c r e p a n c i e s betuaen judgements made 
a t tha time and those made in r e t r o s p e c t , as w e l l as between the s o c i a l 
w o r k e r ' s assessment and that of the c l i e n t , so i t was important for the 
recording i n the d i a r i e s to be up to date and for t h i s work to be 
w r i t t e n up before the f i n a l survey in te rv iews were c a r r i e d out . I t i s 
u n l i k e l y , for i n s t a n c e , that the s o c i a l workers who had bean involved 
wi th the parents in the o r i g i n a l survey thought that t h e i r work was 
as poor as the parents had f e l t i t had-been, and c e r t a i n l y t h i s emerged 
c l e a r l y i n an in terv iew with the then c u r r e n t Or. Bernardo 's s o c i a l 
worker who revealed a much more p o s i t i v e assessment of the s o c i a l work 
attempted compared with the feedback from t h i s group of parents . 
S t u a r t Reas (1978) i n d i c a t e s something of the d i s c r e p a n c i e s between 
worker and c l i e n t eva lua t ion of tha help ing achieved i n s o c i a l work 
p r e c t i c e and s o , although t h i s was not a p r i n c i p a l p a r t of t h i s research 
p r o j e c t , i t was important that the assessments by both p a r t i e s to the 
i n t a r a c t i o n s stood c l e a r l y a p a r t . 
Tha attempt to evaluate the experimental work which had baen s e t 
up in response to leads provided by the i n i t i a l survey and l inked in 
wi th theor ies and hypotheses which seemed to have r e l e v a n c e , required 
tha parents tovaccept a change of r o l a from that of tha s o c i a l worker 
to that of the r e s e a r c h e r . A weakness of t h i s i n e v i t a b l y was that 
they could not e a s i l y d ivorca the two r o l a s and might be i n h i b i t e d in 
t h a i r c r i t i c i s m s , so i t was important for tha raeearchar to try to 
e x p l a i n vary c l e a r l y to thorn the value of an honest a p p r a i s a l of the i r 
exper iences . The s o c i a l work had been a component of a m u l t i -
d i s c i p l i n a r y ca r ing process but tha eve lua t ion was intended to be of 
the whole exper ience. Porents recognised the value of honest a s s e s s -
ments which might guida those respons ib le for an improved s e r v i c e , 
and were genuine i n the i r concern for a bet ter future for the next 
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g e n e r a t i o n o f p a r e n t s f a c i n g tha d i f f i c u l t i e s c r e a t e d by h a v i n g a h a n d i -
capped c h i l d . I saw i t a s an e s s e n t i a l p a r t o f t h e s e e v a l u a t i o n i n t e r -
v i e w s to c r e a t e an a tmosphere i n w h i c h h o n e s t y c o u l d take p l a c e . 
A l l names e r e , o f c o u r s e , d i s g u i s e d , i n c l u d i n g t h o s e o f the m e d i c a l 
p e r s o n n e l who p l a y e d a p a r t i n the e x p e r i m e n t a l s t a g e o f the r e s e a r c h . 
THE EXPERIMENTAL GROUP 
F o r t y one c a s e s ware r e f e r r e d to me d u r i n g the t w e l v e month p e r i o d . 
Three h e n d l c a p p a d c h i l d r e n were r e f e r r e d to o t h e r s o c i a l w o r k e r s i n the 
y e a r and t h e s e have n o t been i n c l u d e d i n the p r o j e c t . The f o r t y one 
d i v i d e d i n t o four f a i r l y e q u a l g r o u p s , a l t h o u g h n o t a l l t h e m e d i c a l c o n -
d i t i o n s c o u l d be n e a t l y c a t e g o r i s e d . The o n e s who d i e d a t an e a r l y 
s t a g e c l e a r l y bacama one g roup , but d i f f e r e n t i a t i o n between c h r o n i c and 
a c u t e , i m p a i r e d and h a n d i c a p p e d was no t e a s y and I tended to j u g g l e the 
names beck and f o r w a r d s a s m e d i c a l c h a n g e s o c c u r r e d and a s I t r i e d to 
meet the c r i t e r i a fo r m e d i c a l c a t e g o r i s e t i o n « B e c a u s e the outcomes were 
d i f f e r e n t i t was n e c e s s a r y to e d a p t some s e c t i o n s o f the q u e s t i o n n a i r e 
to s u i t the changed s i t u a t i o n , ( S e e F i g . 8 . ) 
The f i r s t group (Group A) c o m p r i s e d the twe lve h a n d i c a p p e d 
c h i l d r e n who l i v e d . I t i n c l u d e s f o u r b e b i e s w i t h Down's syndrome, 
one o f whom was no t e x p e c t e d to l i v e f o r v e r y l o n g , ( F i o n e P a r k e r ) 
b u t who was s t i l l a l i v e a t the t ime o f the f o l l o w up i n t e r v i e w so i s 
j u s t i f i a b l y i n c l u d e d , and a s e c o n d l i t t l e g i r l ( S a r a h R o b e r t s ) who 
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was q u i t e f i t and w e l l f o r n e e r l y a y e a r and then q u i t e u n e x p e c t e d l y 
was a v i c t i m of i n s t a n t c o t d e a t h . The s o c i a l work done i n t h a t y e e r 
wes g e a r e d to s u p p o r t i n g a s i t u a t i o n o f h a v i n g a h a n d i c a p p e d c h i l d who 
would l i v e and f o r t h i s r e a s o n she i s i n c l u d e d h e r e . In a d d i t i o n to 
t h e s e f o u r t h e r e were two b e b i e s whose h a n d i c a p s were a p p a r e n t a t b i r t h . 
One was born w i t h a d e f e c t i v e f o o t end l o w e r l e g w h i c h would need ampu-
t a t i o n when he wes a y e a r o l d . T h i s a p a r t he was a n o r m a l , f i t and forward 
young man, b u t h i s p h y s i c a l d i s a b i l i t y j u s t i f i e d h i s i n c l u s i o n . Tha 
o t h e r baby was o b v i o u s l y s e v e r e l y h a n d i c a p p e d and i t was t h o u g h t u n l i k e l y 
t h a t he would s u r v i v e , bu t he d i d , end a s the y e a r went on i t beceme even 
mora c l e a r j u s t how v e r y s e v e r e h i s h a n d i c a p s were g o i n g to b e . 
The r e m e i n i n g s i x were those f o r whom the h e n d i c a p o n l y g r a d u a l l y 
became a p p a r e n t . There s h o u l d p e r h e p s have been a s e v e n t h i n t h a t one 
l i t t l e boy w i t h a type o f d o u b l e j o i n t e d n e s s and s low i n t e l l e c t u a l d e v -
e l o p m e n t would have been i n c l u d e d i f h i s p a r e n t s had no t s o adamant ly 
r e s i s t e d the s u g g e s t i o n t h a t he was h a n d i c a p p e d , a l b e i t m i l d l y s o . He 
wes t h e r e f o r e i n c l u d e d w i t h Group C . 
The group o f hand icapped c h i l d r e n who d i e d (Group B) i n c l u d e d ten 
r e f e r r a l s . Nine o f t h e s e d e a t h s o c c u r r e d i n the n e o n a t a l p e r i o d and 
a n o t h e r when the l i t t l e boy was two. A l l t h e s e f a m i l i e s w e r e r e f e r r e d 
to the s o c i a l worker b e c a u s e d e a t h wes known to be imminent and t h i s was 
the p r i n c i p e l f o c u s o f the s o c i a l work w i t h r e f e r e n c e to h o n d i c e p b e i n g 
made h a r d l y a t a l l . A y e a r a f t a r the d e a t h I made c o n t a c t w i t h a l l the 
p a r e n t s and a s k e d i f I m ight do an e v e l u a t i v e i n t e r v i e w w i t h them 
d i s c u s s i n g t h e i r e x p e r i e n c e s a t the h o s p i t a l a t t h i s t i m e . One f a m i l y 
had moved away and d i d not w i s h to be i n t e r v i e w e d , but the r e s t were a l l 
w i l l i n g to ba i n v o l v e d , a l t h o u g h one c o u p l e r e q u e s t e d t h a t I w a i t e d 
u n t i l t h e i r n e x t baby was born and they knew t h a t he was a l l r i g h t . 
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Group C c o m p r i s e d those c h i l d r e n who were i m p a i r e d b u t not 
p e r m a n e n t l y hand icapped ( s e e C h a p t e r 3 f o r d e f i n i t i o n s ) . The g r e a t e r 
p r o p o r t i o n o f t h e s e c h i l d r e n were the b a b i e s e a r l y d i a g n o s e d a s 
h y d r o c e p h a l i c s who had had a s h u n t f i t t e d and i n due c o u r s e seemed to 
be d e v e l o p i n g n o r m a l l y and m a n i f e s t i n g none o f the o t h e r f e a t u r e s o f 
s p i n a b i f i d a . A s h u n t i s a v a l v e f i t t e d i n t o the b a b y ' s head w h i c h 
a l l o w s the e x c e s s f l u i d to d r a i n down an a t t a c h e d tube i n t o the s t o m a c h , 
t h e r e b y p r e v e n t i n g an e x c a s s i v a e n l a r g e m e n t o f the h e a d . Another baby 
was born p r e m a t u r e l y and was q u i c k l y t r a n s f e r r e d to the S p e c i a l C a r e 
Baby U n i t b e c a u s e o f r e p e a t e d a p n o a i c a t t a c k s c a u s i n g c o n s i d e r a b l e 
c o n c e r n . Then came a d r a m a t i c improvement and she began to make p r o g r e s s 
and i n due c o u r s e d e v e l o p e d n o r m a l l y . T h e r e wera f i v e o t h e r c h i l d r e n 
w i t h s e r i o u s a c u t a c o n d i t i o n s w h i c h c o u l d have l e f t permanent damage, 
and one boy who, i m m e d i a t e l y a f t e r b i r t h , was s e n t to B r i s t o l S i c k 
C h i l d r e n ' s H o s p i t a l where a s e r i o u s h e a r t c o n d i t i o n was d i a g n o s e d . By 
the t ime he was a y e a r o l d he was a r o b u s t , e n e r g e t i c y o u n g s t e r w i t h 
a h e a r t a p p e a r i n g to be a s sound a s any o t h e r c h i l d o f h i s a g e . 
E i g h t b a b i e s who were r e f e r r e d were no t t r u l y h a n d i c a p p e d , h a v i n g 
o n l y minor i j ) p a i r m e n t s or temporary c o n d i t i o n s (Group O ) . T h e i r 
p a r e n t s were s e e n b r i e f l y and then m e d i c a l t r e a t m e n t was d i s c o n t i n u e d 
f a i r l y q u i c k l y so no e v a l u a t i o n i n t e r v i e w s were c a r r i e d o u t a t a l a t e r 
s t a g e b e c a u s e t h e r e would have been l i t t l e upon w h i c h to make comment. 
I n t e r e s t i n g l y b e c a u s e i t r e p r e s e n t s d i f f e r i n g i m p r e s s i o n s o f what the 
problem might b e , t h i s group i n c l u d e d one f a m i l y r e f e r r e d s i m u l t a n e o u s l y 
to two s o c i a l w o r k e r s . Tha baby was born w i t h the lower p a r t o f the 
f i n g e r s m i s s i n g on one hand and b e c a u s e o f t h i s the r e g i s t r a r r e f e r r e d 
the f a m i l y to me. The midwi fe r e f e r r e d the mother to the m a t e r n i t y 
m e d i c a l s o c i a l worker because she was u n m a r r i e d . N e i t h e r the r e g i s t r a r 
nor the midwi fe was aware t h a t the o t h e r had made a r e f e r r a l , nor d i d 
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e a c h ment ion the a l t e r n a t i v e problem w h i c h had been t h e i r c o l l e a g u e ' s 
r e a s o n f o r r e f e r r i n g to the s o c i a l work d e p a r t m e n t . 
I wea i n v o l v e d w i t h a l l the f a m i l i e s when the s i t u s t i o n had l o o k e d 
a t i t s b l a c k e s t and had worked w i t h them towerds a r e c o g n i t i o n t h a t 
t h i n g s c o u l d go e i t h e r way. A l t h o u g h t h e r e had been a need to c o n t i n u e 
w o r k i n g w i t h some f a m i l i e s f o r much o f the s e c o n d ; y e a r , w h e r e a s o t h e r 
c a s e s had been c l o s e d very q u i c k l y , t w e l v e months l a t e r I saw a l l the 
f a m i l i e s i n Groups A, B and C ( e x c e p t P e u l S m i t h ' s p a r e n t s who had 
moved away) and d i s c u s s e d w i t h them t h e i r e x p e r i e n c e s a t the t ime o f 
the c r i s i s . 
A f u r t h e r a s p e c t o f my s o c i a l work p r a c t i c e d u r i n g the two y e a r s 
I was a t t a c h e d to tho h o s p i t a l was to i n v e s t i g a t e i n g r e a t e r d e t a i l the 
p r o v i s i o n o f s e r v i c e s f o r f a m i l i e s w i t h e h a n d i c a p p e d c h i l d . One f a c t o r 
w h i c h had emerged from the o r i g i n a l s u r v e y was a seeming c o m p l e x i t y i n 
the network o f s u p p o r t i n g s e r v i c e s due to some e x t e n t to t h o i r p i e c e -
meal deve lopment and c h a n g e s i n D e p a r t m e n t a l r e s p o n s i b i l i t i e s . I n en 
I n t e g r a t e d s o c i a l work a p p r o a c h i t i s o f p r o f e s s i o n a l i m p o r t a n c e to use 
s k i l l s i n i d e n t i f y i n g a n o m a l i e s and p e r h a p s , e v e n b r i n g i n g p r e s s u r e to 
b e a r upon the b o d i e s wh ich seem t o impede the smooth r u n n i n g o f a 
f u n c t i o n a l and e f f i c i e n t s y s t e m . T h i s h a s to do w i t h the use o f a 
s o c i a l w o r k e r ' s s k i l l s i n communica t ion and l i a i s o n , and i n e v i t a b l y t h i s 
means the s o c i a l worker assuming the r o l e o f key p a r s o n i n the c o -
o r d i n a t i o n o f tha s e r v i c e s . I t i s l i k e l y t h a t t h e r e w i l l be l i n k s to 
be made between the c l i e n t s and o t h e r a g e n c i e s , w i t h o t h e r m a t e r i a l 
r e s o u r c e s , w i t h the m e d i c a l and a s s o c i a t e d p r o f e s s i o n s and a l s o w i t h i n 
the c l i e n t s own f a m i l y n e t w o r k . 
DISCUSSION or GEfCRAL FEATURES OF THE EXPERIMENTAL STUDY 
The e x p e r i e n c e s undergone i n h o s p i t a l and soon a f t e r w a r d s by 
p a r e n t s w i t h a hand icapped c h i l d a p p e a r to be v i t a l to the p a r e n t s ' 
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a c c e p t a n c e o f t h e s i t u a t i o n a n d t h e i r e a r l y t r e a t m e n t o f t h e h a n d i -
c a p p e d c h i l d . ( D ' A r c y 1 9 6 8 J F a r b e r ( 1 9 5 9 ) , T h o m a s ( 1 9 7 8 ) , f i z a r d a n d G r a d 
( L 9 6 1 ) , o r i g i n a l s u r v e y ) . F u r t h e r m o r e t h e s e e x p e r i e n c e s a r e l i k e l y t o 
h a v e a b e a r i n g u p o n t h e p a r e n t s * s u b s e q u e n t m e n t a l s t a t e ( R o s s 1 9 6 4 ) , 
t h e c h i l d ' s o w n d e v e l o p m e n t a n d t h e p a r e n t - i n f a n t b o n d i n g p r o c e s s ( L o v e 
1 9 7 0 ) . As s u c h t h e i r i m p o r t a n c e i s i m m e n s e a n d h a s w a r r a n t e d t h i s c l o s e 
s t u d y o f t h e p r o c e s s . The c o m m e n t s m a d e b y p a r e n t s i n t h e e a r l i e r 
s u r v e y p r o v i d e d g u i d e l i n e s a n d h i g h l i g h t e d p o s s i b l e p i t f a l l s a s t h e 
t e a m f a c e s t h e d i f f i c u l t t a s k o f i n f o r m i n g p a r e n t s o f a n u n f a v o u r a b l e 
d i a g n o s i s . B u t t h e r e c o u l d b e no f i x e d r u l e s f o r d o i n g t h i s ; g u i d e l i n e s , 
n o t t r a m l i n e s , c o u l d b e o f f e r e d a n d t h e r e n e e d e d t o b e f l e x i b i l i t y . 
O b v i o u s l y t h e n u m b e r i n v o l v e d w e r e s m a l l b u t t h e w o r k r e c o r d e d h e r e 
d o e s s e e m t o d e m o n s t r a t e t h e v a l u e o f v e r y e a r l y t e a m i n t e r v e n t i o n s i n 
s i t u a t i o n s c o n c e r n i n g l o s s , t h e r e b y e n a b l i n g a f a m i l y t o m o u r n i n w h a t 
may b e c o n s i d e r e d a h e a l t h y w a y a n d t o m o v e t o w a r d s a n a c c e p t a n c e o f a 
n e w s i t u a t i o n . 
G e n e r a l l y t h e p l a n n i n g o f t e l l i n g t h e p a r e n t s w a s c a r e f u l l y 
f a l l o w e d a n d t h e t e a m l i a i s o n w a s f a i r l y g o o d . I n t h e g r o u p w h e r e t h e 
b a b i e s d i e d ( G r o u p B ) a l t h o u g h t h e o r i g i n a l a i m h a d b e a n t o c o n c e n t r a t e 
t h e s o c i a l w o r k i n t e r v e n t i o n a t t h e c r i s i s p o i n t , t h e r e i s e v i d e n c e t o 
s u g g e s t t h a t i n some s i t u a t i o n s i t may h a v e b e a n t e r m i n a t e d t o o s o o n 
a n d t h a t t h e e f f e c t s o f t h e c r i s i s w e r e m o r e e n d u r i n g . UJhere a m o t h e r 
w a s g i v e n a n e a r l y d i s c h a r g e a f t e r t w o o r t h r e e d a y s i n h o s p i t a l , s h e 
o u g h t t o h a v e b e e n o f f e r e d a home v i s i t v e r y s o o n a f t e r w a r d s . The 
f o l l o w u p i n t e r v i e w s , p l a n n e d t o o c c u r a m o n t h l a t e r a n d t o be 
e v a l u a t i n g r a t h e r t h a n t h e r a p e u t i c , s o m e t i m e s i n d i c a t e d t h a t c o u p l e s 
w e r e s t i l l i n n e e d o f h e l p . One c o u p l e ( M r . a n d M r s . H a r r i s ) c l e a r l y 
w o u l d h a v e b e n e f i t t e d f r o m h e l p a t home e a r l i e r t h a n t h e y w e r e g i v e n 
i t , a n d o n l y a f t e r t w o o v e r d u e i n t e r v i e w s d i d n r s . H a r r i s b e g i n t o 
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m o v a t o u i a r d s a n a c c e p t a n c a o f u h a t h a d h a p p e n e d * T h e r e i s n o u a y o f 
k n o w i n g i f t h e p r o f e s s i o n a l h e l p s h e r e c e i v e d h a d a n y e f f e c t u p o n t h e 
l e n g t h o f t i m e i t t o o k h e r t o m o u r n h e r l o s s , b u t p e r h a p s b e t t e r t i m i n g 
o f i t c o u l d h a v e made h e r t a s k l a s s p a i n f u l . 
To some e x t e n t t h e a p p a r e n t p r o f e s s i o n a l r e l u c t a n c e t o e x t e n d t h e 
t i f o r k i n t o t h e home s i t u a t i o n may h a v e r e f l e c t e d a n o t h e r a s p e c t o f t h e 
o r i g i n a l s u r v e y f i n d i n g s . T h o s e p a r e n t s w h o h a d h a d s o c i a l u i o r k h a l p 
w e r e a s k e d t o c o m m e n t u p o n i t . S e v e r a l o f t h e m h a d s a i d t h a t t h e s o c i a l 
w o r k e r s d i d n o t s e e m t o k n o w uihy t h e y u e r e v i s i t i n g , n o r w h e n t o s t o p 
c o m i n g . A l t h o u g h t h e s o c i a l w o r k e r a l w a y s s a i d t o t h e l a t t e r g r o u p o f 
p a r e n t s t h a t t h e y c o u l d a l w a y s w r i t e o r t e l e p h o n e , i f t h e p r o f e s s i o n a l s 
c o u l d h e l p t h e m f u r t h e r i n a n y w a y , w i t h t h e e x c e p t i o n o f o n e f a t h e r w h o 
m a d e c o n t a c t w i t h t h e r e g i s t r a r a b o u t a p r e v i o u s p r e g n a n c y , n o n e d i d s o . 
I t i s p o s s i b l e t h a t t h e d i f f i c u l t y o f r e q u e s t i n g s o m e t h i n g d i f f u s e 
p r e c l u d e d t h e m f r o m a c t i v e l y s e e k i n g h e l p , b u t i f i t h a d a r r i v e d o n t h a i r 
d o o r s t e p i t c o u l d w e l l h a v e b e e n v e r y a c c e p t a b l e . By c o n t r a s t , i n t h e 
f a m i l i e s i n G r o u p A w h e r e t h e h a n d i c a p p e d c h i l d w a s e x p e c t e d t o l i v e , 
t h e s o c i a l w o r k e r w a s p l a n n i n g f o r o n - g o i n g s u p p o r t , p o s s i b l y f o r m a n y 
y e a r s , a n d d i d n o t e x p o s e p a r e n t s t o t h e r i s k s o f t o o e a r l y t e r m i n a t i o n . 
T e l l i n g p a r e n t s w a s s e e n a s t h a b e g i n n i n g o f a p r o c e s s t h a t w o u l d l e a d 
o n t o t h a i n v o l v e m e n t o f o t h e r p r o f e s s i o n a l w o r k e r s , w i t h t h e s o c i a l 
w o r k e r a c t i n g a s a k e y p e r s o n i n m a k i n g t h e l i n k s . 
A n o t h e r a s p e c t t h a t h a s a m a r g e d i n w r i t i n g u p t h i s w o r k , p a r t i - . 
c u l a r l y t h a t w i t h p a r e n t s w h o s e b a b i e s d i e d , w a s t h e f r e q u e n t a p p a r e n t 
n e g l a c t o f t h e f a t h e r s ' n e e d s . M o t h e r s a r e i n h o s p i t a l b e c a u s e t h e y 
a r e t h e p a t i e n t s o f t h a m a t e r n i t y d e p a r t m e n t ; f a t h e r s c o m e a s v i s i t o r s , 
c o n t i n u e t h e i r l i f e o u t s i d e a n d may n o t f e e l o r b e made t o f e e l t h a t 
t h e y a r e s o i n v o l v e d w i t h t h e s i t u a t i o n . I t i s b e l i e v e d t h a t t h e 
b o n d i n g o f f a t h e r s a n d o f f s p r i n g b e g i n s l a t e r ( K e n n e l a n d K l a u s 1 9 7 0 , 
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B l a k a S t e w a r t a n d T u r d a n 1 9 7 5 ) a n d p e r h a p s b e c a u s e o f b o t h o f t h e s e 
f a c t o r s t h e m o t h e r i s t h e f o c u s o f a t t e n t i o n i n t h e s e e a r l y p o s t - p a r t u m 
d a y s * A l t h o u g h i t w a s a l u a y s t h e i n t e n t i o n o f t h e c o n s u l t a n t a n d t h e 
s o c i a l w o r k e r t o s e e b o t h p a r e n t s t o g e t h e r , a n d a t t h e b e g i n n i n g t h i s 
u a s n e a r l y a l w a y s d o n e , t h e s u b s e q u e n t w o r k a p p e a r s t o h a v e b e e n d o n e 
u i t h t h e m o t h e r s a n d t h i s may hav/e r e f l e c t e d e a s e o f a c c e s s r a t h e r t h a n 
n e e d . I n t h e r e c o r d i n g s o f t h e i n t e r v i e w s i t w a s n o ^ t a b l e how o f t e n i t 
w a s t h e m o t h e r w h o d i d t h e t a l k i n g a n d how o f t e n t h e f a t h e r s a t i n 
s i l e n c e . F o r e x a m p l e , t h e e l e c t r o e n c e p h a l o g r e m r e s u l t o n o n e l i t t l e 
b o y ( P a u l S m i t h ) s h o w e d t h a t t h e r e w a s no b r a i n a c t i v i t y c o n t r o l l i n g 
h i s b o d y c h e m i s t r y a n d i t w a s l i k e l y t h a t h e w o u l d d i e w i t h i n a f e w 
d a y s . H i s m o t h e r s h o w e d v e r y l i t t l e e m o t i o n a b o u t t h e s i t u a t i o n , w h e r e a s 
t h e f a t h e r w a s v e r y u p s e t w h e n e v e r we s p o k e t o t h e m . T h e p a r e n t s i n 
t h i s c a s e w e r e a l w a y s s e e n t o g e t h e r , y e t r e t r o s p e c t i v e l y i t i s c l e a r 
t h a t t h e a m o u n t o f w o r k d o n e w a s g a e r e d t o t h e m o t h e r ' s n e e d s w h i c h 
w e r e p r o b a b l y l e s s t h a n t h o s e o f t h e f a t h e r . S i m i l a r l y w i t h t h e G r e e n 
f a m i l y w h e r e H r . G r e e n ' s s t a t e d d i s l i k e o f t h e h o s p i t a l a t m o s p h e r e 
m e a n t t h a t he d i d n o t come i n v e r y o f t e n . A f t e r K e i t h d i e d M r , G r e e n 
w a s e x t r e m e l y u p s e t a n d y e t he w a s n o t s e e n a g a i n b y t h e s o c i a l w o r k e r 
w h o f o c u s s e d t h e i n t e r v e n t i o n o n t h e m o t h e r I n t h e w a r d . M r , A l l e n w a s 
m u c h m o r e u p s e t t h a n h i s w i f e i n t h e f i r s t i n t e r v i e w a n d w h e n t h e y w e r e 
s e e n a m o n t h a f t e r t h e b a b y h a d d i e d he a p p e a r e d t o b e d e f e n d i n g h i m s e l f 
s t i l l a g a i n s t t h e h u r t c a u s e d b y h i s l o s s . He w a s a n a v a l f a t h e r w h o 
s a i d t h a t he a n d h i s w i f e w o u l d p r e f e r t o d e a l w i t h t h e i r g r i e f i n 
t h e i r o w n w a y , b u t i t may h a v e b e e n t h a t h e w o u l d h a v e b e e n h e l p e d b y 
m o r e d i r e c t i n v o l v e m e n t o n h i s o w n w i t h t h e c o n s u l t a n t . I f S e r v i c e l i f e 
e n c o u r a g e s men t o b e men a n d n o t t o d i s p l a y t h e i r e m o t i o n i n p u b l i c , 
t h e n p e r h a p s t h e c a r i n g p r o f e s s i o n s s h o u l d r e s p o n d a p p r o p r i a t e l y b y 
p r o v i d i n g t h e o p p o r t u n i t y f o r a man t o man t a l k . 
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W h a n e v e r t h a r e l a t i v a s came i n t o t h e h o s p i t a l t o s u p p o r t t h a 
p a r e n t s a t m o m e n t s o f c r i s i s , t h e y w a r e i n v o l v e d w i t h t h a p a r e n t s 
c o n s e n t , i n a n y d i s c u s s i o n . T h e t e a m w a s v e r y a w a r e o f t h e f a c t t h a t 
p a r e n t s w o r e p a r t o f a n e x t e n d e d f a m i l y , a n d t h a t t h a t f a m i l y u s u a l l y 
w o u l d h a v e a n i m p o r t a n t r o l e t o p l a y i n s u p p o r t i n g t h e c o u p l e i n t h e i r 
g r i e f . I t w a s h a r e i n p a r t i c u l a r t h a t t h e f l e x i b i l i t y o f t h e h o s p i t a l 
r o u t i n e w a s s o g o o d . G r a n d p a r e n t s , w h o a r e n o t u s u a l l y a l l o w e d i n t o 
t h e S p e c i a l C a r e B a b y U n i t , w e r e p e r m i t t e d t o v i s i t t h e i r d y i n g g r a n d -
c h i l d a n d t o t o u c h t h e b a b y i f t h e y s o w i s h e d . R o o m s w a r e m a d e a v a i l a b l e 
f o r r e l a t i v e s t o s i t t o g e t h e r a n d t h e r e a l w a y s s e e m e d t o be k i n d l y w a r d 
a n c i l l a r i e s a b o u t , who w o u l d m a k e c u p s o f t e a a t a n y t i m e o f t h e d a y o r 
n i g h t . 
One a s p e c t o f t h e w o r k t h a t p a r e n t s d i d s e e m t o f i n d h e l p f u l w a s 
t h e e x p l a n a t i o n o f w h a t t h e t e e m w a s t r y i n g t o d o . F r e q u e n t l y t h e 
s o c i a l w o r k e r a x p l e i n e d t h e c o n c e p t u a l i s a t i o n s c o n c e r n i n g m o u r n i n g a n d 
w h a t w a s t h e t a s k o f e a c h p e r s o n i n t h e p r o c e s s . I t w a s n o t j u s t s o m e -
b o d y t r y i n g t o b e k i n d , b u t a p e r s o n w h o k n e w s o m e t h i n g a b o u t t h e s t a t e 
t h a t t h e y w e r e i n a n d c o u l d p r e d i c t how t h e y f e l t a n d w o u l d f e e l a s t h e y 
l i v e d t h r o u g h i t . L i k e w i s e w h e n t h e r e h a d t o b e a c h a n g e i n e m p h a s i s 
o f I n t e r v e n t i o n c a u s e d f o r e x a m p l e , b y a h a n d i c a p p e d c h i l d w h o h a d b e e n 
e x p e c t e d t o l i v e b e c o m i n g a t e r m i n a l c a s e , t h i s w a s s h a r e d w i t h t h a 
p a r e n t s . T h e r e w o u l d b o d i s c u s s i o n o n t h e w o r k d o n e t o w a r d s a n a d j u s t -
m e n t i n t h e i r l i f a t o e n c o m p a s s t h e e x p e c t e d d i f f i c u l t i e s c r e a t e d b y 
h a v i n g a h a n d i c a p p e d c h i l d w i t h i n t h a f a m i l y , a n d a r e c o g n i t i o n t h a t 
now t h i s h a d t o b e c h a n g e d t o o n e o f a n t i c i p a t o r y m o u r n i n g a s t h e y 
f a c e d a p r e m a t u r e d e a t h . I t w a s f r e q u e n t l y a t t h i s s t a g e t h a t t h e 
p a r e n t s * a m b i v a l e n t f e e l i n g s w e r e o v e r w h e l m i n g . P a r t o f t h e m f e l t 
s a d d e n e d b y t h a l o s s , p a r t o f t h e m w a s g l a d d e n e d b y b e i n g s p a r e d f u t u r e 
p r o b l e m s , b u t m o s t o f a l l t h e y f e l t t e r r i b l y g u i l t y a b o u t h a v i n g h a d 
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a n y f e e l i n g s l i k e t h i s a t a l l . I t w a s v e r y h e l p f u l t o t h e m t o k n o w t h a t 
t h e y w e r e n o r m a l i n t h i s , t h a t m o s t p a r e n t s f e l t t h e w a y t h e y d i d , a n d 
t h a t i t w a s a c o m m o n r e a c t i o n w h i c h w o u l d r e s o l v e i t s e l f v e r y s o o n . 
The a p p a r e n t a c c u r a c y o f p r e d i c t i o n s e e m e d t o o f f e r r e a l s e c u r i t y i n t h e 
w h o l e p r o c e s s o f r e h a b i l i t a t i o n . 
T a a m w o r k a n d t i m i n g h a v e b e e n t h e t w o c r u c i a l f a c t o r s . As t h e t e a m 
l e a r n e d t o w o r k t o g e t h e r t h a s k i l l s a n d w e a k n e s s e s o f e a c h m e m b e r w e r e 
r e c o g n i s e d a n d t h a r a w a s a m o v e m e n t t o w a r d s a f u n c t i o n i n g u n i t . I t w a s 
f o r t u n a t e f o r t h i s r e s e a r c h p r o j e c t t h a t t h e r e w a s a g r o u p o f c o n -
s u l t a n t s , r e g i s t r a r s a n d h o u s e m e n a t t h e h o s p i t a l i n t h a t y e a r w h o w e r e 
i n t e r e s t e d i n t r y i n g new w a y s o f w o r k i n g , a n d o b v i o u s l y t h a w h o l e p r o j e c t 
d e p e n d e d v e r y m u c h u p o n t h a i r e a r l y a n t i c i p a t i o n a n d w i l l i n g n e s s t o 
r e f e r . T h e r e w a s n o t a l w a y s c o m p l e t e a g r e e m e n t a s t o t h e m o m e n t o f t e l -
l i n g , b u t t h e r e w a s a w i l l i n g n e s s t o b e g u i d e d b y t h e s u r v e y p a r e n t s 
s a y i n g ' s o o n e r r a t h e r t h a n l a t e r * . T h e r e w a s a g r e e m e n t a b o u t h o n e s t y . 
A l t h o u g h t h e t e a m t r i a d t o g i v e b a d n e w s a s g e n t l y a n d a s k i n d l y a s 
t h e y k n e w h o w , t h e y d i d n o t s e e k t o d e l i b e r a t a l y s h i e l d p a r e n t s b y 
w i t h o l d i n g t h e w h o l e t r u t h a s t h e y k n e w i t t o b e . H o n e s t y w a s c r u c i a l 
t o t h a d e v e l o p m e n t o f t r u s t a n d t h i s t h e y b e l i e v e d t o b e e s s e n t i a l w i t h 
t h o s e c a s e s w h e r e t h e r e w o u l d b e o n g o i n g i n v o l v e m e n t f o r m a n y y e a r s . 
I t w o u l d p r o b a b l y h a v e b e e n i m p o s s i b l e t o s u p p o r t t h e p a r e n t s s o 
m u c h i n t h e e a r l y d a y s u n l e s s t h e m e m b e r s h a d b e e n w o r k i n g a s a t e a m . 
A l t h o u g h i t b e g a n b y b e i n g a g r o u p o f p e o p l e w i t h c l e a r l y d e f i n e d 
r o l e s i t b e c a m e m u c h m o r e o f a u n i t i n w h i c h m e m b e r s r e l a t e d w e l l t o 
e a c h o t h e r a n d d r e w s t r e n g t h f r o m t h e p r o f e s s i o n a l e x p e r t i s e o f 
c o l l e a g u e s . A t t i m e s t h e y w e r e v e r y s a d d e n e d b y e v e n t s b u t c o n t i n u e d 
t o b e a b l e t o g i v e r e a l h e l p t o t h e p a r e n t s b e c a u s e t h e y h a d e m o t i o n a l 
s u p p o r t f r o m a t e a m m e m b e r s h i p . B e r e a v e m e n t a n d l o s s w e r e d i s c u s s e d 
a n d f e e l i n g s s h a r e d . I t w o u l d be i n c o r r e c t t o s a y t h a t t h e y w a r e n o t 
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e m o t i o n a l l y i n v o l v e d w i t h some o f t h e s e f a m i l i e s , b u t t h e y w e r e n e v e r 
e m o t i o n a l l y i n c a p a c i t a t e d . I n t h e i r p r o f e s s i o n a l r e l a t i o n s h i p w i ' t h t h e 
p a r e n t s t h e y w e r e s u s t a i n e d b y t h e k n o w l e d g e t h a t a n y g r i e f r e a c t i o n 
t h a t m i g h t be e x p e r i e n c e d w o u l d b e d e l a y e d , a n y t e a r s t o s h e d w o u l d 
c o m e l a t e r a n d t h a t m e t a p h o r i c a l l y t h e r e w o u l d b e a s h o u l d e r t o l e e n 
u p o n . 
I f t h e p r o f e s s i o n a l p e o p l e a r e s y m p a t h e t i c a n d . h e l p f u l t o t h e 
p a r e n t s , t h e r e l a t i o n s h i p f o r m e d d u r i n g t h o s e f i r s t f e w d a y s i s v e r y 
s t r o n g . I t i s i m p o r t a n t t h a t t h e k e y p e r s o n s who a r e g o i n g t o g i v e 
s u p p o r t a n d g u i d a n c e o v e r t h e y e a r s a h e a d a r e a v a i l a b l e d u r i n g t h e t i m e 
o f i n i t i a l c o n t a c t . P r o f e s s i o n a l b o n d i n g t o t h e f a m i l y m a y b e e q u a l l y 
a s i m p o r t a n t a c o m p o n e n t o f t h e r e a r i n g o f a h o n d i c a p p e d c h i l d a s i s 
t h e p a r e n t a l b a n d i n g . M a n y h a n d i c a p p e d c h i l d r e n a r e u n a b l e t o s h o w m u c h 
r e s p o n s e t o t h e i r p a r e n t s a n d t h e g i v i n g o f e m o t i o n s e e m s t o be a l l 
o n e w a y . To s u s t a i n t h e m i n t h i s o n e w a y r e l a t i o n s h i p p a r e n t s n e e d t o 
d r a w u p o n r e l a t i o n s h i p s e l s e w h e r e . I t may s o m e t i m e s be a p p r o p r i a t e t h a t 
t h e y a r e s u p p o r t e d i n t h i s b y a m i d d l e a g e d c o n s u l t a n t a n d s o c i a l 
w o r k e r who c a r e f o r t h e m i n a p r o f e s s i o n a l w a y . 
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GROUP A 
H a n d i c a p p e d & l i v e d 
S t e p h e n A r c h e r 
P a u l a C a n n 
n a r k Cox 
n a t t h e w D a r k 
N o r m a n F r e e s t o n e 
J o n a t h o n H a i g 
F i o n a P e r k e r 
A n d r e w P r i c e 
P a t r i c k R i c h a r d s o n 
S a r a h R o b e r t s 
p Q t a r S t e p h e n s 
A n i t a U r i g l e y 
GROUP B 
H a n d i c a p p e d & d i e d 
S a l l y A l l e n 
C h r i s t o p h e r C o o p e r 
S a m a n t h a F i e l d 
K e i t h G r e e n 
T r a c y H a r r i s 
A m a n d a O l d 
n i c h a a l T h o m p s o n 
R i c h a r d T h o r p e 
S u s a n l i i i l l i a m s 
P a u l S m i t h 
( n o t i n t e r v i e w e d ) 
GROUP C 
I m p a i r e d 
J o a n n a B a t e s 
A n t h o n y C o o p e r 
I a n E d w a r d s 
R o y E v a n s 
R a c h a e l F a r m e r 
S i m o n F o r s t e r 
S u s a n H u r s t 
S h a r o n K e n d a l l 
K e r r y H a k a r 
D a v i d P r o c t o r 
N i g e l S t a l l m a n 
F A n i L I E S INCLUDED I N THE PROJECT WHO ANSii/ERED THE RESEARCH QUESTIONNAIRE 
GROUP D 
N o t h a n d i c a p p e d 
R o b e r t A n d r e w s 
P h i l i p B a s s a t t 
J a n e £ m b u r y 
H u g h J o n a s 
S a u n P leadows 
J o h n P h e l p s 
J i l l R i c k a r d 
T r e v o r S h o r t 
F A n i L I E S NOT INCLUDED I N THE PROJECT UHO D I D NOT ANStiiER THE RESEARCH 
QUESTIONNAIFTI 
F i g u r e 6 . The c h i l d r e n who w a r e r e f e r r e d t o t h e S o c i a l U o r k e r d u r i n g 
t h e E x p e r i m e n t a l p e r i o d . 
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eXPERin^i^TAL GROUP 
G r o u p A . H a n d i c a p p e d a n d l i v e d . 
S t e p h e n A r c h e r 4 ^ y e a r s . One y o u n g e r b r o t h e r . D e v e l o p e d s y m p t o m s o f 
a d e g e n e r a t i v e c e r e b r a l c o n d i t i o n b u t no f i r m d i a g n o s i s w a s m a d e . 
P a u l a C a n n b a b y w i t h t w o o l d e r b r o t h e t r s . D o w n ' s s y n d r o m e . 
n a r k C o x b a b y - f i r s t c h i l d o f y o u t h f u l m a r r i a g e . S e v e r e l y h a n d i c a p p e d 
p h y s i c a l l y a n d m e n t a l l y * G r o s s a b n o r m a l i t i e s n e v e r f i r m l y d i a g n o s e d , 
a l t h o u g h p u t u p f o r i n t e r n a t i o n a l i d e n t i f i c a t i o n . 
M a t t h e w D a r k b a b y w i t h a n o l d e r h a l f b r o t h e r . A t b i r t h a h e a r t c o n -
d i t i o n w a s i n i t i a l l y s u s p e c t e d b u t n o t u n t i l h e b e c a m e h y d r o c e p h a l i c 
a t s i x m o n t h s t h a t a m a s s o f a b n o r m a l b l o o d v e s s e l s w a s d i s c o v e r e d a t 
t h e b a s e o f h i s s k u l l , n a s s i v a s u r g e r y r e q u i r e d . 
IMorman F r e e s t o n e 1 4 y e a r s - o n e o f f i v e c h i l d r e n . S u d d e n o n s e t o f s u b 
a c u t e s c l e r o s i n g p a n e n c e p h a l i t i s - a v e r y r a r e t e r m i n a l c o n d i t i o n c a u s e d 
b y t h a m e a s l e v i r u s . 
J o n a t h o n H a i g 2 y e a r s w i t h o n e o l d e r b r o t h e r . D e v e l o p m e n t a l d e l a y b u t 
n o f i r m r e a s o n s e s t a b l i s h e d . 
F i o n a P a r k e r b a b y w i t h a n o l d e r b r o t h e r . D o w n ' s s y n d r o m e a n d m a j o r 
h e a r t c o n d i t i o n . 
A n d r e w P r i c e b a b y - f i r s t c h i l d . C o n g e n i t a l a b n o r m a l i t y o f t h a r i g h t 
l e g . 
P a t r i c k R i c h a r d s o n b a b y w i t h a n o l d e r b r o t h e r . P a r e n t s l i v i n g a p a r t , 
f l i l d c e r e b r a l p a l s y . 
S a r a h R o b e r t s b a b y w i t h a n o l d e r s i s t e r . D o w n ' s s y n d r o m e . D i e d u n e x -
p e c t e d l y a t 11 m o n t h s o f I n s t a n t C o t D e a t h . 
P e t e r S t e p h e n s b a b y - f i r s t c h i l d . D o w n ' s s y n d r o m e . 
A n i t a U i r i g l e y b a b y - f i r s t c h i l d a n d t h e r e a s o n f o r t h e p a r e n t s m a r r y i n g , 
n o t h e r h a d s e v e r e p s y c h i a t r i c i l l n e s s . S e r i o u s d e v e l o p m e n t a l d e l a y s 
c a u s e d b y t h e p r e m a t u r e f u s i o n cf t h e s k u l l . 
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CXPCRinENTAL GROUP 
G r o u p B . H a n d i c a p p e d a n d D i e d . 
S a l l y A l l a n b a b y - f i r s t c h i l d . S e v e r e s p i n a b i f i d a . D i e d a t f i v e d a y s , 
C h r i s t o p h e r C o o p e r b a b y w i t h o n e o l d e r b r o t h e r . V e r y p r a r a a t u r e , U leak 
h e a r t a n d e v i s c e r a t i o n o f t h e b o w e l . D i e d w i t h i n t w o h o u r s . 
S a g a n t h e F i e l d b a b y w i t h a n o l d e r b r o t h e r . G r o s s a b n o r m a l i t i e s a n d o d d 
c h r o a i a a o m a l p a t t e r n . D i e d w i t h i n 3 6 h o u r s , 
K e i t h G r e e n b a b y w i t h t w o o l d e r b r o t h e r s . B o r n b y c a e s a r i a n s e c t i o n 
d u r i n g w h i c h o p e r a t i o n h i s m o t h e r w a s s t e r i l i s e d . H e a r t a n d l u n g 
a b n o r f f l a l i t i e s . D i e d a t f o u r d a y s , 
T r a c y H a r r i s b a b y - f i r s t c h i l d o f a n x i o u s p a r e n t s . D i e d a t t w o d a y s , 
A m a n d a O l d b a b y w i t h t w o o l d e r s i b l i n g s ( o n e a d o p t e d ) . E x t r e m e l y 
p r e m a t u r e b a b y w h o a p p e a r e d t o h a v e i n t e r n a l a b n o r m a l i t i e s . L i v e d i n 
a n i n c u b a t o r f o r a m o n t h t h a n d i e d s u d d e n l y . P a r e n t s r e f u s e d a p o s t 
m o r t e m e x a m i n a t i o n . 
M i c h a e l T h o m p s o n b a b y w i t h a n o l d e r b r o t h e r . H i r s c h p r u n g • s d i s e e s e 
e f f e c t i n g t h e w h o l e o f t h e s m a l l b o w e l . L i v e d f o r t h r e e w e e k s , 
R i c h a r d T h o r p e 2 y e a r s w i t h a n o l d e r b r o t h e r . M e n i n g i t i s . D i e d w i t h i n 
36 h o u r s w i t h o u t T r a i n i n g c o n s c i o u a n e s s . 
S u s a n b J i l l i a r o s b a b y a n d f i r s t c h i l d a l t h o u g h s e c o n d p r e g n a n c y . S p i n a 
b i f i d a . D i e d e t f i v e d a y s , 
P a u l S m i t h b a b y - f i r s t c h i l d . C e r e b r a l a b n o r m a l i t i e s . D i e d a t f i v e d a y s . 
( N o t i n t e r v i e w e d , ) 
127 
EXPERIMENTAL GROUP 
G r o u p C , I m p a i r e d . 
J o a n n a B a t e s 4 y e a r s - a n o l d e r s i s t e r . L a t e d i a g n o s i s o f h y p e r -
p h o s p h a t i c r i c k e t s . 
A n t h o n y C o o p e r 1 2 y e a r s - a n o l d e r b r o t h e r . M e n i n g i t i s . R e s p o n d e d w e l l 
t o d r u g t h e r a p y . 
I a n E d w a r d s b a b y - o n e o l d e r s i s t e r . O e s a p h a g e a l a t r e s i a . T r e a t e d 
s u r g i c a l l y . 
R o y E v a n s b a b y - f i r s t c h i l d , s e c o n d p r e g n a n c y . H i l d h y d r o c e p h a l i c 
c o n d i t i o n . T r e a t e d b y h a v i n g a s h u n t f i t t e d . 
R a c h a l F a r m e r 9 m o n t h s . One o l d e r b r o t h e r . N e u r o b l a s t o m a - t r e a t e d w i t h 
d r u g s . 
S i m o n F o r s t e r b a b y - f i r s t c h i l d . S e v e r e h e a r t c o n d i t i o n s u s p e c t e d a t 
b i r t h . L a t e r p r o v e d n o t t o b e s o . 
S u s a n H u r s t b a b y - f i r s t c h i l d . P r e m a t u r a b a b y w h o h a d a s e r i e s o f 
a p n o i c a t t a c k s a n d i n i t i a l l y s h o w e d some d e v e l o p m e n t a l d e l a y s . 
S h a r o n K e n d a l l 1 2 y e a r s - m i d d l e c h i l d o f t h r e e . R e l a p s e o f a c u t e 
l y m p h a t i c l e u k a e m i a . D i e d w h e n s h e w a s 1 4 b u t a f t e r t h e r e s e a r c h p r o j e c t 
h a d b e e n c o m p l e t e d . 
K e r r y M a k e r b a b y - f i r s t c h i l d . B o r n w i t h a m e n i n g o c e l e w h i c h w a s 
o p e r a t e d u p o n a n d a s h u n t f i t t e d . 
D a v i d P r o c t o r b a b y w i t h a n o l d e r b r o t h e r . B o r n w i t h a h y d r o c e p h a l u s . 
S h u n t f i t t a d . 
N i g e l S t a l l m a n 6 y e a r s - o n e y o u n g e r b r o t h e r . D e v e l o p m e n t a l d e l a y s * 
D o u b l e j o i n t e d n e s s c a u s i n g a c e r t a i n a m o u n t o f a t a x i a b u t e m o t i o n a l 
d a p r i v a t i o n s e e m e d m o r e o f a p r o b l e m . 
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REFERRED BUT NOT INCLUDED 
GROUP 0 . 
R o b e r t A n d r e w s j a u n d i c e d b a b y . E a r l i e r p r e g n a n c y h a d r e s u l t e d i n a n 
a b n o r m a l b a b y w h o d i e d . 
P h i l i p B a s s e t t - m o t h e r ' s p o s t p a r turn a n x i e t i e s v e r y h i g h . E n v i s a g e d 
a b n o r m a l i t i e s i n t h a b a b y u h i c h d i d n o t e x i s t . 
J a n e E m b u r y - b a b y w i t h m i s s i n g d i g i t s o n h e r l e f t h a n d . 
H u g h J o n e s - b a b y w i t h a p o s s i b l e v e n t r a l s e p t a l d e f e c t o f t h e h e a r t . 
S h a u n n e a d o u a - b a b y w i t h s l i g h t t a l i p e s a n d h y p o s p a d i a s , b o t h o f 
w h i c h w e r e o p e r a b l a . 
J o h n P h e l p s - b a b y w i t h h y p o s p a d i a s - o p e r a b l e . 
J i l l R i c k a r d - b a b y w i t h s l i g h t r e s p i r a t o r y p r o b l e m s w h i c h r e s p o n d e d 
t o t r e a t m e n t . 
T r e v o r S h o r t - b a b y w i t h a n i r r e g u l a r h e a r t b e a t w h i c h s e t t l e d d o w n t o 
n o r m a l . 
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C h a p t e r 5 . 
T h e E x p e r i m e n t a l G r o u p , 
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INTRODUCTION TO GROUNDED THEORY 
G r o u n d e d t h e o r y i s a t e r m g i v e n b y G l a s e r a n d S t r a u s s ( 1 9 6 7 ) t o 
a p r o c e s s w h e r e b y t h e o r y i s " d i s c o v e r e d " f r o m d a t a , i t i s a n a p p r o a c h o f 
m a x i m u m v a l u e w h e n d e a l i n g w i t h q u a l i t a t i v e d a t a a n d i t i s t h e r e f o r e 
a p p r o p r i a t e t o u s e w i t h c a s e s t u d y m a t e r i a l s u c h a s t h e m e d i c a l s o c i a l 
w o r k r e c o r d s . I n h a n d l i n g g r o u n d e d t h e o r y a s e r i e s o f 9 s t a g e s h a v e 
b e a n e x t r a c t e d b y ^ u r n e r ( 1 9 8 1 ) f r o m G l a s e r a n d S t r a u S s ' s a c c o u n t , a n d 
t h e s e a r e s u m m a r i s e d i n F i g u r e 9 . T h e s e s t a g e s w e r e f o l l o w e d , t o a 
g r e a t e r o r l e s s e r e x t e n t , i n t h i s a n a l y s i s o f t h e s o c i a l w o r k r e c o r d s o f 
a l l t h e w o r k d o n e w i t h t h e f a m i l i e s w h i c h c o m p r i s e d t h e E x p e r i m e n t a l 
G r o u p , 
Some f i f t y t o s i x t y l a b e l c a r d s w e r e p r o d u c e d f o r e a c h o f t h a s u b 
g r o u p s A , B a n d C , T h e s e w e r e f u r t h e r s o r t e d i n t o c o n s t e l l a t i o n s a n d 
g i v e n a c a t e g o r y l a b e l . A t t h i s s t a g e t h e c a t e g o r i e s o f t h e t h r e e g r o u p s 
w e r e c o m p a r e d a n d f o u n d t o b e s o s i m i l a r t h a t f o r t h i s p a r t o f t h e a c c o u n t 
t h e d i v i s i o n s i n t o G r o u p s A , B a n d C w a s a b a n d o n e d . 
U s i n g t h e s e c a t e g o r i e s , t h e f o l l o w i n g t h e o r e t i c a l a c c o u n t o f t h a 
p r o c e s s o f i n t e r v e n t i o n w a s d e v e l o p e d ; 
T h e i n t e r v e n t i o n w a s s e e n t o c o m m e n c e w i t h t h e r e f e r r a l s i t u a t i o n , 
p r i o r f a c t o r s f e e d i n g i n t o t h i s s i t u a t i o n b e i n g t h e d i a g n o s t i c b a c k g r o u n d 
o f t h e r e f e r r a l , v a r i a t i o n s i n t h e p a r t i c u l a r i n i t i a t o r o f t h e r e f e r r a l , 
c o n s i d e r a t i o n s a f f e c t i n g t h e t i m i n g o f t h e r e f e r r a l a n d t h e s p e c i f i c 
r e a s o n s w h i c h t r i g g e r e d t h e r e f e r r a l . 
The r e f e r r a l s i t u a t i o n n o r m a l l y a l s o c o n s t i t u t e d t h e i n i t i a l 
t e l l i n g s i t u a t i o n , w h e r e t h a p a r e n t o r p a r e n t s h e a r d o f f i c i a l l y f o r t h e 
f i r s t t i m e o f t h e i r c h i l d ' s h a n d i c a p o r d i s a b i l i t y . 
I n t h i s s i t u a t i o n a n d s u b s e q u e n t l y t h e s o c i a l w o r k e r a d o p t e d t h e 
k e y r o l e o f l i a i s o n p e r s o n s u p p l y i n g r o l e s y s t e m i n f o r m a t i o n a n d s o m e -
t i m e s d e a l i n g w i t h d i f f i c u l t i e s a r i s i n g f r o m t h e d u a l r o l e f o r c e d o n 
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S t a g e M a i n a c t i v i t y C o m m e n t 
1. D e v e l o p c a t e g o r i e s U s e t h e d a t a a v a i l a b l e t o 
d e v e l o p l a b e l l e d c a t e g o r i e s 
w h i c h f i t t h e d a t a c l o s e l y 
2 . S a t u r a t e c a t e g o r i e s A c c u m u l a t e e x a m p l e s o f a 
g i v e n c a t e g o r y u n t i l i t i s 
c l e a r w h a t f u t u r e i n s t a n c e s 
w o u l d b e l o c a t e d i n t h i s 
c a t e g o r y . 
3 . A b s t r a c t A b s t r a c t a d e f i n i t i o n o f 
d e f i n i t i o n s t h e c e t a g o r y b y s t a t i n g 
i n a g e n e r a l f o r m t h e 
c r i t e r i a f o r p u t t i n g 
f u r t h e r i n s t a n c e s i n t o 
t h i s c a t e g o r y . 
4 . U s e t h e d e f i n i t i o n s U s e t h e d e f i n i t i o n s a s a 
g u i d e t o e m e r g i n g f e a t u r e s 
o f i m p o r t a n c e i n f u r t h e r 
f i e l d w o r k , a n d a s a s t i m u l u s 
t o t h e o r e t i c a l r e f l e c t i o n 
5 . E x p l o i t c a t e g o r i e s Be a w a r e o f a d d i t i o n a l 
f u l l y c a t e g o r i e s s u g g e s t e d b y 
t h o s e y o u h a v e p r o d u c e d , 
t h e i r i n v e r s e , t h e i r 
o p p o s i t e , m o r e s p e c i f i c 
a n d m o r e g e n e r a l i n s t a n c e s . 
6 . N o t e , d e v e l o p a n d B e g i n t o n o t e r e l a t i o o -
f o l l o w - u p l i n k s s h i p s a n d d e v e l o p 
b e t w e e n c a t e g o r i e s h y p o t h o s a s a b o u t t h e 
l i n k s b e t w e e n t h e 
c a t e g o r i e s . 
7 . C o n s i d e r t h e c o n d i t i o n s E x e m l n a a n y a p p a r e n t o r 
u n d e r w h i c h t h e l i n k s h y p o t h e s i s e d r e l a t i o n -
h o l d s h i p s a n d t r y t o s p e c i f y 
t h e c o n d i t i o n s . 
8 . H a k e c o n n e c t i o n s t B u i l d b r i d g e s t o e x i s t i n g 
w h e r e r e l e v a n t , t o w o r k a t t h i s s t a g e , r a t h e r 
e x i s t i n g t h e o r y t h a n a t t h e o u t s e t o f t h e 
r e s e a r c h , 
9 . U s e e x t r e m e I d e n t i f y t h e k e y v a r i a b l e s 
c o m p a r i s o n s t o t h e a n d d i m e n s i o n s a n d s e e 
m a x i m u m t o t a s t w h e t h e r t h e r e l a t i o n s h i p 
e m e r g i n g r e l a t i o n - h o l d s u p a t t h e e x t r e m e s 
s h i p s . o f t h e s e v a r i a b l e s . 
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t h e m e d i c a l s t a f f . 
L o o k i n g m o r a c l o s e l y a t t h e s o c i a l w o r k c o n t e n t o f t h e i n t e r a c t i o n 
t h e c h a r e c t e r i s t i c s o f t e a m w o r k w e r e o f c e n t r a l i m p o r t a n c e i n t h e 
s i t u a t i o n s u n d e r c o n s i d e r a t i o n , U h i l s t i t w a s a c k n o w l e d g e d t h a t v a r i a -
t i o n s i n s o c i a l w o r k s t y l e s d i d o c c u r , t h e r e w e r e a l s o v a r i a t i o n s i n 
s t y l e b e t w e e n t h e s o c i a l w o r k e r a n d o t h e r p r o f e s s i o n a l s a n d a n i m p o r t a n t 
e l e m e n t o f t h e p r o c e s s w e s t h e s e a r c h f o r a c o n v e r g e n c e o r c o m p e t i b i l i t y 
o f s t y l e s a m o n g s t t h e p r o f e s s i o n a l s . 
W i t h i n t h e c o n t e x t o f t e a m w o r k , t h e s o c i a l w o r k e r w a s f o u n d t o 
e n g a g e i n f i v e m e j o r k i n d s o f e c t i v i t y i n - S t e a l i n g u i t h t h e p a r e n t s o f 
h a n d i c a p p e d c h i l d r e n ; a c t i v i t i e s w h i c h w e r e c o n c e r n e d w i t h I n t e g r a t i n g 
e l e m e n t s o f t h e s i t u a t i o n ; a c t i v i t i e s w h i c h made u s e cf t h e s o c i a l 
w o r k e r s a u t h o r i t y i n t h e s i t u a t i o n ; a c t i n g a s a c o n s u l t a n t t o t h e 
p a r e n t s ; o r e n g a g i n g i n s o c i a l i n t e g r a t i v e a s p e c t s a n d e v a l u a t i n g t h e 
p a r e n t s a n d t h e s o c i a l w o r k e r ' s o w n r e a c t i o n s t o t h e s i t u a t i o n , 
E a c h o f t h e s e k i n d s o f a c t i v i t y may be b r o k e n d o w n i n t o t h e i r 
e l e m e n t s : w h e n I n t e g r a t i n g , t h e s o c i a l w o r k e r may b e c o m m u n i c e t i n g o r 
e n c o u r a g i n g c o m m u n i c a t i o n , l i a i s i n g , u s i n g t h e t e l e p h o n e , a n d c o n t a c t i n g 
c o l l e e g u e s , c l i e n t s a n d o t h e r a g e n c i e s . U h a n u s i n g a u t h o r i t y t h e 
s o c i a l w o r k e r may e x p l o r e t h e c l i e n t ' s new r o l e , m a k e c o n t a c t s , a d o p t 
d i r e c t i v e s t a n c e s , g i v e a d v i c e , m a n i p u l a t e c l i e n t s , o f f e r f u r t h e r 
c o n t a c t , i n i t i a t e f o l l o w - u p i n t e r v i e w s o r a t t e m p t t o d e a l w i t h r e l a t i o n -
s h i p s w i t h c l i e n t s who a r e t h e m s e l v e s p r o f e s s i o n a l s . 
A s a c o n s u l t a n t , t h e s o c i a l w o r k e r s t a y s , t a l k s a n d i n t e r p r e t s , 
f o l l o w s u p i n f o r m a t i o n i n i t i a l l y g i v e n , m a k e s u s e o f k n o w n s o c i a l w o r k 
c o n c e p t s r e l a t i n g t o m o u r n i n g p r o c e s s e s , t h e p a r e n t s r e l a t i o n s h i p w i t h 
t h e d e a d b a b y a n d t h e s t a g e s t h r o u g h w h i c h c r i s e s d e v e l o p . S / h e may a l s o 
b e r e q u i r e d t o d i s c u s s t h e m e d i c a l s i t u e t i o n a n d i t s i m p l i c a t i o n s , o r 
e v e n i n f o r m p a r e n t s t h a t a d e a t h h a s o c c u r r e d . 
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T h e s o c i a l i n t e g r a t i v e a s p e c t s o f t h e s o c i a l w o r k r o l a a r e t o d o 
w i t h t h e b o u n d a r i e s o f t h e p r o f e s s i o n a l r e l a t i o n s h i p s a n d t h e p e r m i t t e d 
b e h a v i o u r w i t h i n i t . I t i s a p r o c e s s w h i c h r e q u i r e d t h e s o c i a l w o r k e r t o 
b e a v a i l a b l e o u t o f n o r m a l o f f i c e h o u r s , t o c a r r y o u t home i n t e r v i e w s f o r 
w h i c h t h e c l i e n t s o f t e n made c a r e f u l p r e p a r e t i o n s » t o b e r e a d y t o r e s p o n d 
w h e n t h e p a r e n t s s o u g h t f u r t h e r c o n t a c t w i t h t h e s o c i a l w o r k e r . I t 
i n v o l v e d d o i n g p r a c t i c a l i m m e d i a t e t h i n g s s u c h a s m a k i n g c u p s o f t e e o r 
s e r v i n g c o r n f l a k e s , a n s w e r i n g q u e s t i o n s a b o u t p e r s o n a l d e t a i l s , u s i n g 
t o u c h , a c c e p t i n g c u d d l e s a n d k i s s e s a n d l i t t l e p r e s e n t s f r o m y o u n g 
c h i l d r e n . 
F i n a l l y , i n t h i s p a r t i c u l a r p r o j e c t , t h e s o c i a l w o r k e r w a s n o t 
o n l y a s s e s s i n g h e r s e l f ^ s h e w a s a l s o h e l p i n g p a r e n t s t o a p p r i a s a t h e i r 
s i t u a t i o n > s e e k i n g t h e i r f e e d b a c k a b o u t t h e n a t u r e o f t h e s o c i a l w o r k 
i n v o l v e m e n t a n d i n v o l v i n g t h e m i n p l a n n i n g f o r t h e f u t u r e . 
T h a p r o j e c t w a s c o n c e i v e d a s b e i n g b a s e d u p o n t e e m w o r k . b u t t h e r e 
w e r e a l s o o c c a s i o n s , a p p r o p r i a t e a n d i n a p p r o p r i a t e , w h a n s o l o - w o r k a l s o 
t o o k p l a c e . 
W h e r e p o s s i b l e , t e a m w o r k w a s s o u g h t i n t h e i n i t i a l t e l l i n g s i t u a t i o n 
a n d w h e n t h i s o c c u r r e d i t s e e m e d t o h e l p t h e p e r e n t s t o u n d e r s t a n d t h e 
r o l e o f t h a s o c i a l w o r k e r b e t t e r . 
T e a m w o r k a l s o r e q u i r e d s o m a a t t e n t i o n t o j o i n t - i n t e r v i e w i n g a s a_ 
t e c h n i q u e a n d w h e r e t h i s d i d o c c u r , i t s e e m e d t o e n c o u r a g e a g r e a t e r 
w i l l i n g n e s s o n t h e p a r t o f m e d i c a l p e r s o n n e l t o i n v o l v e t h e e x t e n d e d 
f a m i l y . A f u r t h e r o c c a s i o n w h e r e t e a m w o r k c o m m o n l y o c c u r r e d w a s p r i o r 
t o a b e r e a v e m e n t ^ w h e r e t h e p r o f e s s i o n a l s f r e q u e n t l y f e l t t h a t t h e y 
n e e d e d e a c h o t h e r ' s s u p p o r t . 
• W h e n t e a m w o r k w a s t a k i n g p l a c e i t w a s n o t e d t h a t i t w a s i m p o r t a n t 
t o e n s u r e g o o d q u a l i t y r e c o r d i n g o f e v e n t s t o f a c i l i t a t e t e a m c o m -
m u n i c a t i o n . 
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Uhan s o l o - t i i o r k d i d o c c u r i t seamed d e s i r a b l e t o r e g a r d i t a s a 
s p e c i a l i s t c o n t r i b u t i o n w i t h i n t h a t e a m , l i i h i l e i t u a s soma t i m e s 
n e c e s s a r y on t ha g r o u n d s o f econamy^ i t was a l s o s o m e t i m e s mora a p p r o -
p r i a t a p a r t i c u l a r l y whe re t h e s o c i a l w o r k e r t o o k on t he r o l a o f r e p e a t i n g 
a number o f t i m e s f o r t he p a r e n t s t he i n f o r m a t i o n w h i c h h a d been i m p a r t e d 
b u t n o t a b s o r b e d a t t ha i n i t i a l t e l l i n g s i t u a t i o n . Some i l l - a d v / i s e d 
s o l o - w o r k a l s o t o o k p l a c e , a s when one p a r e n t was i n f o r m e d o f t h e h a n d i -
c a p i n a d v a n c e o f t he j o i n t i n t e r v i e w . 
I n some o f t he s i t u a t i o n s c o n f l i c t s a r o s e , m o s t common ly c o n f l i c t s 
b e t w e e n p a r e n t s , b u t a l s o b e t w e e n p a r e n t s and p r o f e s s i o n a l s and b e t w e e n 
p r o f e s s i o n a l s . I n t h a s i t u a t i o n s o n t h e p r o j e c t , c o n f l i c t s b e t w e e n p a r e n t s 
s o m e t i m e s seemed to l e a d on to c o n f l i c t s b e t w e e n p a r e n t s a n d p r o f e s s i o n a l s 
b u t t h e i n t r a - p r o f e s s i o n a l c o n f l i c t s w e r e k e p t s e p a r a t e f r o m r e l a t i o n s h i p s 
w i t h t h e p a r e n t s . 
V a r i o u s t y p e s o f c l i e n t b e h a v i o u r w e r e e n c o u n t e r e d . P a r e n t s v a r i e d 
i n t h e i r r e a c t i o n s t o t h a i n i t i a l t e l l i n g s i t u a t i o n , and i n t he e x t e n t 
t o w h i c h t hey c o u l d d raw s u p p o r t f r o m t h e i r f a m i l i e s , and t h e y a l s o v a r i e d 
i n t h e amoun t o f i n f o r m a t i o n t h a t t h e y c o u l d a b s o r b i n t h e e a r l y s t a g e s . 
Some r e a c t e d to t h e t e l l i n g by s h i f t i n g t h e s p o t l i g h t o n t o t h e m s e l v e s , 
w h i l e o t h e r s q u e r i e d t he d i a g n o s i s . T h e r e w e r e c o n s i d e r a b l e v a r i a t i o n s 
i n t h e f a m i l i a r i t y w h i c h p a r e n t s had w i t h m e d i c a l t e r m i n o l o g y w h i c h a l s o 
a f f e c t e d t h e i r r e a c t i o n s . 
Uihen the c h i l d c o n c e r n e d d i e d , p a r e n t s w e r e o b s e r v e d to be e n g a g i n g 
i n a n t i c i p a t o r y m o u r n i n g , t o d i s p l a y a need f o r r i t u a l i n t h e m o u r n i n g 
p r o c e s s to a t t e m p t to u n d e r s t a n d t h e m e a n i n g o f d e a t h o r t o d i s p l a y 
e x t r e m e s o f g r i e f . I t was a l s o n o t e d t h a t t ha s t r e s s o f t h e a d v e n t o f 
a h a n d i c a p p e d c h i l d c o u l d l e a d to t he emergence o f o t h e r p r o b l e m s a l r e a d y 
l a t e n t i n t h e p a r e n t a l r e l a t i o n s h i p . 
135 
T h s J p r e c e d i n g p a r a g r a p h s have p r e s e n t e d t h e g e n e r a l t h e o r e t i c a l 
u n d e r s t a n d i n g o f t he p r o c e s s e s o f J o i n t s o c i a l u o r k / m e d i c a l teanruork i n 
r e l a t i o n t o d e a l i n g u i t h t h e p a r e n t s o f h a n d i c a p p e d c h i l d r e n m h i c h has 
been e x t r a c t e d f r o m t h e e x p e r i m e n t a l phase o f t h e p r e s e n t p r o j e c t . I n 
t h e r e m a i n d e r o f t h i s c h a p t e r , t h i s g e n e r a l f r a m e w o r k i s u s e d t o o r d e r 
t h e p a r t i c u l a r s i t u a t i o n s f r o m w h i c h i t was d e r i v e d a s some o f t h e 
c o m p l e x i t i e s o f t h e v a r i o u s c a s e s a r e u n f o l d e d , , p a r t i n g u i t h an e x a m -
i n a t i o n o f t h e R e f e r r a l s i t u a t i o n , 
A . THE REFERRAL SITUATION 
T y p i c a l l y a f a m i l y w o u l d ba i n c o n t a c t w i t h t h e m e d i c a l s t a f f 
b e c a u s e a c h i l d was m a n i f e s t i n g some a b n o r m a l c l i n i c a l s i g n s w h i c h needed 
t o be i n v e s t i g a t e d . Uhan t h e d i a g n o s i s , e v e n a t a p r o v i s i o n a l s t a g e , 
i n d i c a t e d t h a t t h i s m i g h t be a h a n d i c a p p i n g c o n d i t i o n ( D i a g n o s t i c b a c k -
g r o u n d h i s t o r y t o the r e f e r r a l ) t h e m e d i c a l s t a f f w e r e a s k e d t o n o t i f y 
t h e s o c i a l w o r k e r ( I n i t i a t o r o f t h e r e f e r r a l ) . T h i s was a new p a t t e r n 
o f w o r k i n g i n t h a t t h e s o c i a l w o r k e r a s k e d t o be i n v o l v e d a t t h e v e r y 
b e g i n n i n g and i n e v e r y s i t u a t i o n ( T i m i n g o f t h e r e f e r r a l ) w h e r e v e r t h e r e 
was t h e s l i g h t e s t s u s p i c i o n o f a h a n d i c a p . The e m p h a s i s a l s o was o n a 
m e d i c a l p r o b l e m r a t h e r t h a n a s o c i a l o n e . A t t h i s e a r l y s t a g e t h e 
k n o w l e d g e wes o f a p o t e n t i a l m e d i c e l c r i s i s w i t h no i n f o r m a t i o n a b o u t 
t h e f a m i l y ' s s t r e n g t h s and c o p i n g r e p e r t o i r e . I t was an a s s u m p t i o n t h a t 
e v e r y f a m i l y i n t h i s s i t u a t i o n s h o u l d be o f f e r e d a s e r v i c e and t h e r e 
s h o u l d be no needs t e s t i n g by any o f t h e p r o f e s s i o n a l s i n v o l v e d * I t 
was h y p o t h e s i s e d t h a t any f a m i l y h a v i n g a h a n d i c a p p e d c h i l d w o u l d need 
h e l p and t h a t t h e e v a l u a t i o n l a t e r w o u l d g i v e some. i n d i c a t i o n as t o 
w h e t h e r o r n o t t h i s was s o . The p l a n was t h a t - t h e d o c t o r r e s p o n s i b l e 
( n e a r l y a l w a y s t h i s was t h e c o n s u l t a n t and o n l y r a r e l y d i d t h e r e g i s t r a r 
f i l l t h i s r o l e ) w o u l d a r r a n g e t h a t he a n d t h e s o c i a l w o r k e r met t o g e t h e r 
w i t h b o t h p a r e n t s ( I n i t i a l t a i l i n g s i t u a t i o n ) ha w o u l d g i v e t he m e d i c a l 
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i n f o r m a t i o n and answer any q u e s t i o n s , and t h a n l e a v e t he s o c i a l w o r k e r 
w i t h t he p a r e n t s t o d i s c u s s t h e m a t t e r f u r t h e r . 
I t t o o k soma t i m e f o r t h i s r e f e r r a l p r o c e d u r e t o g o t e s t a b l i s h e d 
and f o r t h e t h r e e c o n s u l t a n t s , two r e g i s t r a r s and t h e i r housemen t o 
remember t o n o t i f y t h e s o c i a l w o r k e r i n a d v a n c e o f any i n f o r m a t i o n b e i n g 
g i v e n and n o t , a s had h i t h e r t o , been t h e i r p r a c t i c e , t o r e f e r o n l y when 
t h e p a r e n t s a p p e a r e d t o be i n c a p a c i t a t e d by t h e i n f o r m a t i o n t h e y had 
b e e n g i v e n o r when t h e y a p p e a r e d t o have p r o b l e m s o f a mora s o c i a l n a t u r e . 
I n some o f t h e e a r l i e r r e f e r r a l s ( S a l l y A l l e n , F i o n a P a r k e r , Norman 
F r e e s t o n e ) t h e r e had been soma b r i e f t a l k w i t h a t l e a s t o n e o f t he p a r e n t s 
b e f o r e t h e o r g a n i s e d j o i n t s e s s i o n a n d o n r a r e o c c a s i o n s t h e f a m i l y was 
n o t r e f e r r e d a t a l l . ( C h r i s t o p h e r C o o p e r , Roy E v e n s ) . One o f t h e c o n -
s u l t a n t s ( O r . F e r g u s ) seemed l e s s w i l l i n g t o e x p e r i m e n t b u t good l i a i s o n 
w i t h an i n t e r e s t e d and s o c i a l w o r k o r i e n t a t e d r e g i s t r a r ( O r . n a r t i n ) 
o v e r c a m e t h i s . I n due c o u r s e , and p e r h a p s when some o f t h e b e n e f i t s o f 
d o i n g t h i n g s t h i s way w e r e d e m o n s t r a t e d , t h e c o - o p e r a t i o n was much 
b a t t e r . The c o n s u l t a n t who had f i r s t been c o n t a c t e d a b o u t t he r e s e a r c h 
p r o j e c t was t he m o s t f r e q u e n t i n i t i a t o r o f r e f e r r a l s , p a r t i c u l a r l y whan 
t h e p r o g n o s i s l o o k e d g r a v e and t h e r e was a l i k e l i h o o d o f a d e a t h . O r . 
J o n a s was r e s p o n s i b l e f o r r e f e r r i n g o v e r h a l f o f t h e f a m i l i e s w h e r e t h e 
c h i l d was g o i n g t o d i e . I t m i g h t have been s o m e t h i n g t o do w i t h d e e t h 
b e i n g r e g a r d e d a s a m e d i c a l f a i l u r e , b u t t h e r e d i d seem t o ba a g r e a t e r 
r e a d i n e s s t o make c o n t a c t w i t h t he s o c i a l w o r k e r whan t h i s was l i k e l y t o 
h a p p e n . I n t h e o t h e r two g r o u p s t h e r e a s o n f o r r e f e r r a l was a p o t e n t -
i a l l y h a n d i c a p p i n g c o n d i t i o n a l t h o u g h t h e r e w e r e i s o l a t e d c a s e s o f 
a c u t e c o n d i t i o n s s u c h as l e u k a e m i a o r s u r g i c a l c o n d i t i o n s s u c h a s 
h y p o s p a d i a s b e i n g r e f e r r e d , o f t e n by t h e n u r s i n g r a t h e r t h a n t h e m e d i c a l 
s t a f f . 
137 
As a r a s u l t o f t h i s t h e I n i t i a l t e l l i n g s i t u a t i o n f o r t h e p a r e n t s 
was s e t up* The p a r t i c i p a n t s u o u l d be t h e c o n s u l t a n t , t h e s o c i a l 
u o r k e r and b o t h p a r e n t s * O c c a s i o n a l l y t h e r e g i s t r a r , houseman o r t h e 
S i s t e r u o u l d J o i n i n t h i s s e s s i o n , a l t h o u g h t h e a i m u a s t o keep t he 
team s m a l l a t t h i s s t a g e so t h a t t h e p a r e n t s d i d n o t f e e l o v e r w h e l m e d 
b y p r o f e s s i o n a l s . I n s p i t e o f r e c o g n i s i n g t h a t i t was n o t i d e a l t h e r e 
w e r e a few i n s t a n c e s o f one p a r e n t b e i n g g i v e n i n f o r m a t i o n a l o n e * 
The a c t u a l t e l l i n g o f t he p a r e n t s was p l a n n e d v e r y much i n 
a c c o r d a n c e w i t h t he f i n d i n g s o f t he s u r v e y , t o g e t h e r w i t h more r e c e n t 
k n o w l e d g e o f s y s t e m s t h i n k i n g and c r i s i s t h e o r y . The p r a c t i c e was f o r 
t h e s m a l l team t o see t h e p a r e n t s and f o r t h e c o n s u l t a n t t o g i v e t h e 
m e d i c a l i n f o r m a t i o n w i t h p e r h a p s a f e u comments f r o m t h e houseman o r 
t h e s o c i a l w o r k e r * Those p a r e n t s who w e r e aware t h a t m e d i c a l i n v e s t i -
g a t i o n s had been g o i n g on w e r e p a r t i a l l y p r e p a r e d f o r r e c e i v i n g t h e 
i n f o r m a t i o n , a l t h o u g h r a r e l y f o r t h e g r a v i t y o f i t * O t h e r s , and 
p a r t i c u l a r l y t h e p a r e n t s o f t he D o w n ' s synd rome b a b i e s , had n o t been 
a l e r t e d t o t h e p o s s i b i l i t y a n d w e r e i l l - p r e p a r e d t o r e c e i v e t h e 
s h a t t e r i n g i n f o r m a t i o n * N e a r l y a l l t h e p a r e n t s w e r e c o n f u s e d a b o u t 
t h e m e d i c a l s i t u a t i o n and i n t h e i r s h o c k e d s t a t e m o s t h e a r d v e r y l i t t l e 
o f w h a t was s a i d t o them* They m i g h t a s k a few q u e s t i o n s b u t u s u a l l y 
a l l t hey we re a b l e t o do was t o s i t i n s t u n n e d s i l e n c e o r c r y * A f t e r 
t h i s p r e l i m i n a r y c o n v e y i n g o f i n f o r m a t i o n t h e c o n s u l t a n t w o u l d w i t h d r a w 
l e a v i n g t he s o c i a l w o r k e r w i t h t h e p a r e n t s * T h i s was v e r y much a t i m e 
f o r b e i n g on h a n d , r e a d i l y a v a i l a b l e and g i v i n g f a i r l y b a s i c t ea a n d 
s y m p a t h y * I t was an o p p o r t u n i t y f o r t h e p a r e n t s t o g r i e v e and f o r the 
s o c i a l w o r k e r t o s h a r e t h i s w i t h them* On two o c c a s i o n s t h e team 
t e m p o r a r i l y w i t h d r e w f r o m the i n i t i a l t e l l i n g s i t u a t i o n t o a l l o w t h e 
p a r e n t s p e r s o n a l t i m e to g r i e v e t o g e t h e r , . a n d on a n o t h e r o c c a s i o n , the 
p a r e n t s l e f t t he e m o t i o n a l l y c h a r g e d s i t u a t i o n and t h a n r e t u r n e d to 
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c o n t i n u e t he J o i n t s e s s i o n . I n t h e s e s i t u a t i o n s t h e r e had bean n o t h i n g 
t o s u g g e s t t o t he p a r e n t s t h a t a n y t h i n g was w r o n g and t h e y w e r e s h a t t e r e d 
by t he i n f o r m a t i o n . Each c o u p l e had seemed t o need a c h a n c e t o s h a r e 
t o g e t h e r the d e v a s t a t i n g news b e f o r e t h e y c o u l d f a c e g o i n g f u r t h e r i n 
e x p l o r i n g i t s i m p l i c a t i o n s f o r t h e m . 
F o l l o w i n g t h e p l a n o f i n t e r v e n i n g j o i n t l y a s e a r l y a s p o s s i b l e i t 
w a s n e c e s s a r y t o t i m e t h e i n t e r v i e w t o f i t i n w i t h t h g a v a i l a b i l i t y o f 
b o t h p a r e n t s and t h e p r o f e s s i o n a l s ' w o r k c o m m i t m e n t s . S i n c e i t was v i t a l 
t o g i v e t i m e t o t h e t a s k and n o t t o t r y t o s q u e e z e i t i n b e t w e e n o t h e r 
a c t i v i t i e s many o f t h e i n i t i a l t e l l i n g s i t u a t i o n s t e n d e d t o ba d u r i n g 
t h e e v e n i n g s , e a r l y i n t h e m o r n i n g s o r a t t h e w e e k e n d s . I t i s n o t h i n g 
u n u s u a l f o r t he m e d i c a l p r o f e s s i o n t o be a v a i l a b l e a t a l l h o u r s , a l t h o u g h 
a r o t a c o v e r a g e e n a b l e s i n d i v i d u a l s t o have o f f d u t y t i m e . I n o r d e r t h a t 
t h e J o i n t a a r l y i n t e r v e n t i o n p l a n s h o u l d be i m p l e m e n t e d i t n e c e s s i t a t e d 
t h a t t he s o c i a l w o r k e r a p p r o x i m a t e d to t h e m e d i c a l m o d a l b u t i n t h i s c a s e 
w i t h o u t r o t a c o v e r a g e . So a p a r t f r o m t h r e e weeks h o l i d a y t h e s o c i a l 
w o r k e r was *on c a l l * a t a l l t i m e s and e n c o u r a g e d t h e m e d i c a l s t a f f t o 
t e l e p h o n e a t home a n y t i m e d u r i n g t he day o r n i g h t , a t h i n g w h i c h t h e y 
w e r e n e v e r r e l u c t a n t t o do*. 
Some t w e l v e t o t w e n t y f o u r h o u r s l a t e r i t was a n t i c i p a t e d t h a t t h e 
p a r e n t s w o u l d be r e a d y f o r a l o n g e r i n t e r v i e w i n w h i c h t h e r e w o u l d be 
much f u l l e r d i s c u s s i o n o f t h e i m p l i c a t i o n s o f t he c o n d i t i o n , p e r h a p s a 
r e c o g n i t i o n o f t he need t o a c k n o w l e d g e t h a t t h e baby was a p e r s o n and 
n o t a t h i n g and t h a t he needed a name and a p l a c e a s a member o f t h e i r 
f a m i l y . T h i s i n t e r v i e w was u s u a l l y dona by t he s o c i a l w o r k e r a l o n e . 
I t was a r r a n g e d w i t h t h e p a r e n t s a t the end o f t h e i n i t i a l t e l l i n g 
s i t u a t i o n and was a c o n t i n u a t i o n and e x p l o r a t i o n o f t h e a r e a s w h i c h 
had bean e s t a b l i s h e d i n t he f i r s t s e s s i o n . I t was a c r u c i a l i n t e r v i e w 
f o r d e c i d i n g w h e t h e r o r n o t t h e r e s h o u l d be f u r t h e r s o c i a l w o r k 
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i n v o l v e m e n t . U n l i k e t he m e d i c a l p r o f e s s i o n s o c i a l w o r k d o e s n o t have 
t h e same a u t h o r i t y f o r i m p o s i n g i t s s e r v i c e . Of c o u r s e , p a t i e n t s c a n 
r e f u s e m e d i c a l t r e a t m e n t b u t a s t h e r e a r e few a l t e r n a t i v e s t hey r a r e l y 
do s o . S o c i a l w o r k i s a l e s s c l e a r l y i d e n t i f i a b l e a c t i v i t y and i t may 
seem t h a t w h a t i s b e i n g o f f e r e d d i f f e r s v e r y l i t t l e f r o m t h e h e l p w h i c h 
p a r e n t s may d e r i v e f r o m o t h e r s o u r c e s and p a r t i c u l a r l y t h e i r own f a m i l i e s . 
H o w e v e r , h a v i n g f i r s t mat t h e s o c i a l w o r k e r a s p a r t o f a m u l t i d i s c i p l i n a r y 
s e r v i c e b e i n g o f f e r e d as a w h o l e , t h e r e f u s a l s w e r e f e w . U h e r e t h e y d i d 
o c c u r w e r e i n s i t u a t i o n s whan t h e i n i t i a l t e l l i n g had n o t been j o i n t . 
( C h r i s t o p h e r C o o p e r , Joanna B a t e s , Amanda O l d ) . 
I n summary t h e n , t he r e f e r r a l s i t u a t i o n was d e p e n d a n t upon t h e 
m e d i c a l c o l l e a g u e s d i a g n o s i n g and r e c o g n i s i n g a p o t e n t i a l l y h a n d i c a p p i n g 
s i t u a t i o n and m a k i n g e a r l y c o n t a c t w i t h t h e s o c i a l w o r k e r . T h a t p i e c e 
o f c o m m u n i c a t i o n was v i t a l i f t h e a x p e r i m e n t a l p l a n was t o be t e s t e d 
o u t . I n t he e a r l y weeks t h e s o c i a l w o r k e r was so r e a d i l y a v a i l a b l e t h a t 
t h e y c o u l d h a r d l y f a i l t o f o r g e t . She was on t h e w a r d , i n t h e c l i n i c s 
a n d g e n e r a l l y b e i n g v e r y o b v i o u s . Once t he s e r v i c e b e i n g o f f e r e d was 
t e s t e d o u t and t o some e x t e n t p r o v e n t h e n she had more c o n f i d e n c e i n 
t h e d o c t o r s w i l l i n g n e s s t o seek h e r o u t and f e l t l e s s need t o be u n d e r 
t h e i r f e e t . I n a l l o f t h e f o r t y - o n e c a s e s , t h e r e f e r r a l was p r e c i p i t a t e d 
by a m e d i c a l s i t u a t i o n and i n t h i r t y - t h r e e o f t h e s e a h a n d i c a p p i n g 
c o n d i t i o n was a n t i c i p a t e d . The t i m i n g was g e n e r a l l y e a r l y and f l e x i b l y 
d u r i n g t h e day o r n i g h t . I n t e r v e n t i o n was j o i n t i n n e a r l y t w o - t h i r d s 
o f t h e cases« 
So f r o m the o u t s e t the p e t t e r n s o f c o m m u n i c a t i o n s w e r e b e i n g e s t a b -
l i s h e d . Ka tz and K a h n * s d e f i n i t i o n o f s y s t e m s t h e o r y as b e i n g " b a s i c a l l y 
c o n c e r n e d w i t h p r o b l e m s o f r e l a t i o n s h i p s , o f s t r u c t u r e a n d o f i n t e r -
d e p e n d e n c e , r a t h e r t h a n w i t h t he c o n s t a n t a t t r i b u t e s o f o b j e c t s , " i s 
i m m e d i a t e l y a p p l i c a b l e . The i n i t i a l t e l l i n g s i t u a t i o n was t h e s e t t i n g 
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up o f a c o m m u n i c a t i o n c h a n n e l w h i c h w o u l d r a d i a t e i n t o a n e t w o r k o f 
s u p p l i e s and r e s o u r c e s a s t i m e w e n t o n * A l l s o c i a l s y s t e m s a r e o p e n 
w h i c h means t h a t t h e y a r e i n a c o n s t a n t p r o c e s s o f chenga s u b j e c t t o 
t h e i n f l o w and o u t f l o w o f c o m m u n i c a t i o n a l s t i m u l i , t h e m a i n one b e i n g 
t h e e x c h a n g e o f i n f o r m a t i o n * S o c i a l w o r k i s p r i m s r i l y a l e x i c a l p r o f e s s i o n 
( G o l d s t e i n 1 9 7 3 ) t h a t r e l i e s upon c o m m u n i c a t i o n a x c h e n g e t o c a r r y o u t 
i t s f u n c t i o n , so r i g h t a t t h e b e g i n n i n g t h e s o c i a l w o r k e r i s e s t a b l i s h i n g 
f o r h e r s e l f a n i m p o r t a n t r o l e a s t h e k e y p e r s o n i n l i a i s o n * I f t h e 
e x c h a n g e o f i n f o r m a t i o n i s f u n d a m e n t a l t o p r o f e s s i o n a l p e r f o r m a n c e t h e n 
v e r y e a r l y on t h i s t a s k had t o be e s t a b l i s h e d c l e a r l y and t h e s o c i a l 
w o r k e r r e c o g n i s e d a s t h e p e r s o n who was t a k i n g r a s p o n s i b i l i t y f o r g a t h e r -
i n g t h e d a t a f o r i t . L e n n a r d and B e r n s t e i n ( 1 9 6 9 ) r e f e r t o t h i s a s r o l e 
s y s t e m i n f o r m a t i o n and p a r t o f t h e s o c i a l w o r k t a s k e a r l y i n t he c o n t a c t 
w i t h t h e p a r e n t s was a n e x p l a n a t i o n o f t h e s o c i a l w o r k r o l e and how i t 
c o m p l e m e n t e d t h a t o f t h e d o c t o r s o r i n some s i t u a t i o n s t h a t o f t h e 
e d u c a t i o n a l p s y c h o l o g i s t a n d t h e t e a c h e r o f t h e h a n d i c a p p e d . 
The w h o l e r e l a t i o n s h i p c a n be l o o k e d upon a s one o f c o m m u n i c a t i b n . 
R e l a t i o n s h i p has t r a d i t i o n a l l y been a c o n c e p t more t y p i c a l l y a p p l i e d t o 
two p e r s o n s y s t e m s b e c a u s e l i t e r a l l y i t d o e s r e f e r t o t h e a f f i n i t a t i v e 
bond b e t w e e n two p e r s o n s . T h i s has been p a r t i c u l a r l y t r u e i n p a s t s o c i a l 
w o r k and b a s i c t o o n e - t o - o n e p r a c t i c e , s t r i c t l y r e f e r r e d t o a s c a s e w o r k . 
So i n r e l a t i n g t o l a r g e r u n i t s t h e r e i s a r e c o g n i t i o n t h a t t h e r e i s a 
c o m p l e x s e t o f m u t u a l r e l a t i o n s h i p s and i n t e r - r e l a t i o n s h i p s among a 
number o f p e r s o n s . P a r t o f t h e i n i t i a l t a i l i n g s i t u a t i o n was t he 
c r e a t i n g o f a t r i a d i c a s o p p o s e d t o a d i a d i c i n t e r c h a n g e , w h i c h i t was 
hoped w o u l d a l l e v i a t e some o f t h e c o n f u s i o n o f d o u b l e t e l l i n g * As i n 
G r e e k t r a g e d y whe re t h e b e a r e r o f bad newswas s l a u g h t e r e d a f t e r he had 
d e l i v e r e d t he message , so t o o d i d t h e c o n s u l t a n t w i t h d r a w f r o m t h e 
i n t e r a c t i o n once he had g i v e n t he i n f o r m a t i o n , l e a v i n g t h e s o c i a l 
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w o r k e r t o c a r r y t h e c a r i n g , c o m f o r t i n g and s u p p o r t i n g r o l e . Some t imes 
t h e p r e s e n t a t i o n o f a p e r s o n c a r r y i n g a d u a l r o l e , t h a t i s , h a v i n g two 
f u n c t i o n s t o p e r f o r m , c r e a t e s d i f f i c u l t i e s and c o n f u s i o n f o r t h e 
r e c i p i e n t s . The c o n s u l t a n t comes w i t h a m i x e d m a s s a g e : ' I have d i a g -
n o s e d t h a t y o u r c h i l d has been b o r n w i t h a n i m p a i r m e n t w h i c h w i l l make 
h i m h a n d i c a p p e d f o r l i f e and t h i s w i l l have a p r o f o u n d e f f e c t upon y o u r 
f a m i l y l i f e f r o m h e n c e f o r t h ; I am c o n c e r n e d a b o u t y g u a l l and w i l l t r y 
t o h e l p . ' Such a massage c o u l d e v o k e f a i r l y s t r o n g l y a m b i v a l e n t 
f e e l i n g s w h i c h a r e c o n f u s i n g t o t h e i n d i v i d u a l and p a r t i c u l a r l y so i n 
t i m e s o f s t r e s s . I f two p e o p l e come a n d q u i t e c l e a r l y d e l i n e a t e and 
c a r r y s e p a r a t e l y t he two p a r t s o f t h e m e s s a g e , t h e n t h e r e c a n be a more 
s t r u c t u r e d p o l a r i s a t i o n o f f e e l i n g s w h i c h c a n make them more m a n a g e a b l e 
and u n d e r s t a n d a b l e t o the c l i e n t . P r o f e s s i o n a l r o l e d i v i s i o n m i g h t 
u s e f u l l y be e m p l o y e d i n o t h e r s i t u a t i o n s w h e r e g o o d and b a d news have 
s i m u l t a n e o u s l y t o be r e l a y e d . F o r e x a m p l e , an a c c o u n t a n t and a bank 
manager m i g h t s h a r e t he b a n k r u p t c y r e v e l a t i o n , t h a p a r s o n and t h e 
g e n e r a l p r a c t i t i o n e r m i g h t s h a r e t a i l i n g t h e f a m i l y t h a t t he d i f f i c u l t 
e l d e r l y r e l a t i v e has d i e d . 
R e t u r n i n g t o t he i n i t i a l t e l l i n g s i t u a t i o n t h e s o c i a l w o r k e r i s 
i m m e d i a t e l y c o n f r o n t i n g more t h a n a two p e r s o n s o c i a l u n i t . The p a r e n t s 
a r e a c o u p l e l i k e l y t o h a v e a n e x t e n d e d f a m i l y i n a n e i g h b o u r h o o d ; t h e 
c o n s u l t a n t i s p a r t o f a h o s p i t a l s y s t e m some o f whose members may be 
i n the i n t e r v i e w w i t h h i m . The s o c i a l w o r k e r , as w e l l a s b e i n g p a r t 
o f h e r own p r o f e s s i o n a l s y s t e m w h i c h a g a i n i s a s u b s y s t e m w i t h i n t h e 
h o s p i t a l , by v i r t u e o f tha f a c t t h a t she has o p t e d to t a k e t he key 
p e r s o n r o l e , p l a c e s h e r s e l f i n a p o s i t i o n t h a t h o l d s t he p o s s i b i l i t y 
o f some s o r t o f r e l a t i o n s h i p w i t h e a c h o f t h e members o f t h a t u n i t , o r 
as i t may be r e g a r d e d , a n e w l y c r e a t e d s o c i a l s y s t e m . 
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I t i s i m p o r t a n t t o r e c o g n i s e t h a t some s k i l l i n r e l a t i o n s h i p 
f o r m a t i o n i s c r u c i a l h e r e . A m e d i c a l c o n s u l t a n t ' s t r a i n i n g i s w i t h 
p e t h o l o g y r a t h e r t h a n w i t h p e r s o n a l i t y . The so c a l l e d ' b e d s i d e m a n n e r ' 
i s d e s i g n e d f o r o t h e r p u r p o s e s and e v e n i n c u r r e n t m e d i c a l t r a i n i n g t h e r e 
i s v e r y l i t t l e b e i n g done on how t o s p e a k w i t h p a t i e n t s , o r how t o p u t 
them a t t h e i r e a s e . C o n v e r s e l y much o f a s o c i a l w o r k e r ' s t r a i n i n g i s 
i n u n d e r s t a n d i n g r e l a t i o n s h i p f o r m a t i o n . T h i s i s p a r t i c u l a r l y r e l e v a n t 
i n s i t u a t i o n s whe re p a r e n t s a r e g i v e n bad news f o r i n a v e r y b r i e f t i m e 
o f c o n t a c t t h e y a r e b e i n g c a l l e d upon to p a r t i c i p a t e i n a r e l a t i o n s h i p 
w h i c h r e q u i r e s them to g e t i n v o l v e d more q u i c k l y and e v e n w i t h some r i s k 
b e c a u s e a t t h a t t i m e they may f e e l v e r y v u l n e r a b l e and t h r e a t e n e d . 
The r e c o r d s made a t t h e t i m e a n d u s e d f o r t h e p r e s e n t a n a l y s i s w e r e 
d e f i c i e n t i n t h a t t h e y s t r e s s e d o n l y t h e c o m m u n i c a t i o n w h i c h was g o i n g 
t h r o u g h t he s o c i a l w o r k e r , w h e r e a s i t i s i m p o r t a n t t o remember t h a t 
o t h e r c o n t a c t s w a r e a l s o g o i n g o n e l s e w h e r e , a l l a r o u n d . The c o n s u l t a n t 
was c o m m u n i c a t i n g w i t h h i s m e d i c a l s y s t e m and w r i t i n g r e c o r d s , a l t h o u g h 
a l m o s t e x c l u s i v e l y o f m e d i c a l c o n t e n t ; t h e p a r e n t s w e r e c o m m u n i c a t i n g 
w i t h i n t h e i r f a m i l y s e t t i n g a n d m o s t p r o b a b l y n o t w r i t i n g a n y t h i n g d o w n . 
B u t b e c a u s e a s o c i a l w o r k e r u s e s r e c o r d i n g a s a w o r k i n g t o o l t h e s e 
r e c o r d s a r e l i k e l y t o be more f a r r a n g i n g i n c o n t e n t and o f g r e a t e r 
d e t a i l . 
B. SOCIAL UORK PHENOPIENA 
P e r h a p s t he f i r s t and m o s t i m p o r t a n t t h i n g t o e s t a b l i s h h e r e i s t he 
c o n c e p t o f s t y l e . T h i s can ba d e f i n e d as t he i n t e r p l a y o f p e r s o n a l and 
t e c h n i c a l f a c t o r s w h i c h c o m p r i s e p r o f e s s i o n a l b e h a v i o u r . E l l e n b e r g e r 
( 1 9 7 0 ) s a i d i t was i m p o s s i b l e t o a s c e r t a i n i n a m a n ' s t h o u g h t w h a t i s 
t r u l y h i s and w h a t he has a s s i m i l a t e d f r o m e v e n t s and p e r s o n s a r o u n d 
h i m . L i k e w i s e s o c i a l w o r k p r a c t i c e i s c o l o u r e d by t h e p o v e r t y o r 
r i c h n e s s o f t h e p r a c t i t i o n e r ' s own l i f e and i s bound to be i n f l u e n c e d 
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t o soma d e g r e e by t he p e r c e p t i o n s t h a t d e r i v e f r o m t h e s e p e r s o n a l 
e x p e r i e n c e s . The t e c h n i c a l f a c t o r s l i n k w i t h t he t h e o r e t i c a l u n d e r -
p i n n i n g t o t h a t p r a c t i t i o n e r ' s w o r k and w h i c h c o n c e p t s t h a t i n d i v i d u a l 
w o r k e r c h o o s e s t o s t u d y and u s e * 
T h i s p a r t i c u l a r s o c i a l w o r k e r was o r i g i n a l l y a g e o g r a p h e r by p r o -
f e s s i o n so t he c a r t o g r a p h i c a l b a c k g r o u n d w o u l d make h e r e s p e c i a l l y 
r e c e p t i v e t o t he h o l i s t i c c o n c e p t s o f an I n t e g r a t e d a p p r o a c h , i . e . t h e 
need t o map o u t t h e p r o b l e m and t he c o m m u n i c a t i o n p a t t e r n s and t o p l a n 
t h e p o s s i b l e p o i n t s o f i n t e r v e n t i o n . B u t i n o r d e r t o be e f f e c t i v e i n 
a l l t h e f u n c t i o n s n o t e d i n s u c h an a p p r o a c h t h e s o c i a l w o r k e r w o u l d 
need t o be a c o m p l e t e g e n e r a l i s t a n d t h i s one was n o t , a n d i t i s i n d e e d 
d o u b t f u l w h e t h e r any one i n d i v i d u a l c a n be* Her p r o f e s s i o n a l t r a i n i n g 
was i n c a s e w o r k , a l t h o u g h some s m a l l g r o u p w o r k had been d o n e * 
The r e s u l t a n t p r a c t i c e w i t h t h i s e x p e r i m e n t a l g r o u p o f c l i e n t s was 
an amalgam o f t h e s k i l l s o f t h e s e two m e t h o d s * O n l y r a r e l y was t h e 
i n t e r v e n t i o n f o c u s s a d on a s i n g l e i n d i v i d u a l and when i t d i d h a p p e n i t 
was more l i k e l y t o be on a c o l l e a g u e r a t h e r t h a n a c l i e n t * P a r e n t s 
w e r e n e a r l y a l w a y s seen t o g e t h e r a n d o f t e n w i t h o t h e r members o f t h e i r 
f a m i l i e s * The s o c i a l w o r k e r had had p r e v i o u s e x p e r i e n c e o f w o r k i n g i n 
a p a e d i a t r i c s e t t i n g , had a p a r t i c u l a r u n d e r s t a n d i n g o f c r i s i s i n t e r -
v e n t i o n t e c h n i q u e s and the t h e o r i e s o f l o s s and m o u r n i n g , a l l o f w h i c h 
w e r e v e r y e v i d e n t i n t he r e c o r d i n g * 
P e r s o n a l , l i n k s w i t h t h e m e d i c a l p r o f e s s i o n made t h e c o m m u n i c a t i o n 
h e r e much more c o m f o r t a b l e t h a n i t was w i t h t he e d u c a t i o n a l p s y c h o -
l o g i s t s o r w i t h t he h i g h e r a d m i n i s t r a t i v e e c h e l o n s o f t h e S p e c i a l 
E d u c a t i o n d e p a r t m e n t * T h i s has i m p l i c a t i o n s f o r a c o n c e p t o f c o m p a t -
i b i l i t y o f p r o f e s s i o n a l s t y l e s * When t h e i n t e r a c t i o n b e t w e e n i n d i v -
i d u a l s t e n d s to r e d u c e the d i s s i m i l a r i t i e s i n e x p e c t a t i o n , g o a l s and 
b e h a v i o u r , t h e r e i s as a r e s u l t a m e a n i n g f u l c o m m u n i c a t i o n and p a t t e r n 
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o f l i a i s o n . T h i s p r o p e r t y i n s y s t e m i c t h i n k i n g . i s c o n v e r g e n c e ; i t 
i s an i n d e x o f t h e d e g r e e t o w h i c h t h e s y s t e m d o e s o r d o e s n o t p r o v i d e 
o p p o r t u n i t i e s f o r t he k i n d o f i n t e r a c t i o n w h i c h w o u l d f o s t e r m u t u a l i t y 
( G o l d s t e i n 1 9 7 3 ) . S e e k i n g c o n v e r g e n c e u s i n g t ha s k i l l s o f l i a i s o n i s 
e x p e c t e d to be a n i m p o r t a n t a s p e c t o f t h e s o c i a l w o r k phenomena . Com-
p a t i b i l i t y o f s t y l e s l i n k s w i t h a t h i r d c a t e g o r y - t e a m w o r k . I n t h i s 
p r o j e c t t he team was a h o s p i t a l one and d i d n o t i n c l u d e p e r s o n n e l f r o m 
e d u c a t i o n and t h e now h o s p i t a l b a s e d s o c i a l s e r v i c e s . The m e d i c a l 
s o c i a l w o r k e r and t he d o c t o r s had a c l o s e r w o r k i n g u n d e r s t a n d i n g ( c o m -
p a t i b l e s t y l e s ) and to some e x t e n t t h a t made t h e team e x c l u s i v e w h i c h 
n a y n o t have been t o t he b e n e f i t o f t h a c l i e n t . 
I t i s u s e f u l t o l o o k a t t h e R e f e r r a l S i t u a t i o n w h e r e t h e s o c i a l 
w o r k e r waa shown t o be t h a k e y p a r s o n i n t h e p r o f e s s i o n a l l i a i s o n . I n 
o t h e r w o r d s , she was g o i n g t o assume r e s p o n s i b i l i t y f o r l i n k i n g t h a 
f a m i l y w h i c h had r e c e n t l y a c q u i r e d a h a n d i c a p p e d c h i l d i n t o a s o c i a l 
s y s t e m w i t h w h i c h she h e r s e l f was g o i n g to be v e r y f a m i l i a r . T h i s w o u l d 
e n t a i l e x p l o r i n g t h e r e s o u r c e s a v a i l a b l e t o f a m i l i e s w i t h i n t h a a r e a and 
v i s u a l i s i n g a map on w h i c h t he p r i n c i p a l b o u n d a r i e s , r o l a s , p r o p e r t i e s 
and c h a r a c t e r i s t i c s c o u l d be l o c a t e d . V e r y e a r l y i n t he r e s e a r c h p r o j e c t 
i t became a p p a r e n t t h a t t h e r e was a need t o l o o k a t the w o r k o f t h e 
H e a l t h , e d u c a t i o n and S o c i a l S e r v i c e s d e p a r t m e n t s i n v o l v e d i n o r d e r t o 
t r y t o u n d e r s t a n d t h e i r p a t t e r n o f f u n c t i o n i n g and t o l o c a t e w h e r e t h e i r 
b o u n d a r i e s w e r e and i f i n f a c t t h e y w e r e i m p i n g i n g upon t h e s y s t e m s w i t h 
w h i c h t h e y s h o u l d have been i n t o u c h . T h i s w o u l d g i v e a s t r u c t u r a l 
a p p r e c i a t i o n o f t he s i t u a t i o n . 
The i d e a o f teamwork was c e n t r a l t o t h e a n a l y s i s . A number o f 
a s p e c t s o f s o c i a l w o r k p r a c t i c e w i t h i n i t w e r e e x p l o r e d . F i v e m a j o r 
k i n d s o f s o c i a l w o r k a c t i v i t y w e r e d i s c e r n e d , a l t h o u g h t h e d i s t i n c t i o n s 
b e t w e e n them w e r e n o t n e c e s s a r i l y a l w a y s c l e a r c u t . 
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1 . I h t e a r a t i n o R o l e -
I n t e g r a t i n g r e f e r s to those s i t u a t i o n s where the s o c i a l w o r k e r needs 
to be a l i a i s o n or go-between p e r s o n . L i a i s i n g i s the i n t e r c o m m u n i c a t i o n 
c a r r i e d o u t by the s o c i a l worker who i s f u l f i l l i n g a " k e y p e r s o n " p o s i t i o n . 
I n the p r e s e n t c o n t e x t t h i s r e f e r s to the b e h a v i o u r w h i c h the s o c i a l 
w o r k e r , aa p a r t o f her p r o f e s s i o n a l r o l e , engaged i n whan r e q u i r e d to 
f a c i l i t a t e c o n i s u n i c a t i o n - b e t w e e n the c l i e n t and the r e s o u r c e needed to 
meet h i s n e e d s . I n t h i s r o l e the s o c i a l w o r k e r p r e s e n t s h e r s e l f a s some-
one v a l u a b l e l e s s f o r what she c a n i n t r i n s i c a l l y p r o v i d e , than f o r her 
a b i l i t y to f a c i l i t a t e l i n k i n g w i t h the complex range o f s e r v i c e s w h i c h 
a r e p o t e n t i a l l y a v a i l a b l e to p e o p l e b u t w h i c h i n t h e i r d i a t r e s s e d and 
i g n o r a n t s t a t e . they t h e m s e l v e s c a n n o t r e a d i l y c o n t a c t . T h i s a c t i v i t y 
a s s u m e s , c l e a r l y , t h a t t h e r e i s an a v a i l a b i l i t y o f s u c h a complex o f 
s e r v i c e s , and t h a t the s o c i a l w o r k e r knows h e r way a r o u n d the b u r e a u -
c r a t i c maze o f s c a t t e r e d r a s o u r c e a , 
Uhen l i a i s i n g t a k e a p l a c e , t y p i c a l l y , the f a m i l y e x p r e s s e s a need 
i n an i n c h o a t e form a n d . t h e s o c i a l w o r k e r t r a n s l a t e s t h i s naad i n t o a 
form w h i c h e n a b l e s i t to be a l l o c a t e d to a r e s o u r c e and u n d e r t a k e s to 
make the c o n t a c t on the f a m i l y ' s b e h a l f , Uery o f t e n s o c i a l work p r a c t i c e 
i a c o n c a r n a d w i t h e n a b l i n g c l i e n t a to do t h i s f o r t h e a s a l v a s , b u t when 
f a a i l i a a a r e i n c a p a c i t a t e d by the d i a t r e s s o f b e i n g t o l d t h a t the c h i l d 
i s h a n d i c a p p e d , than i t i s a p p r o p r i a t e f o r the s o c i a l w o r k e r to a c t on 
t h a i r b e h a l f u n t i l they f e e l s t r o n g enough to aaaume the r a a p o n a i b i l i t y 
t h e a a a l v a a , A f u r t h e r p o i n t to a a k e i s t h a t r e a o u r c a a a r e n o t n e c e s s a r i l y 
r a a d l l y a v a i l a b l e t o , o r the a t a f f amenable to b e i n g c o n t a c t e d by the 
l a y p a r s o n , A l e a a a a t i s f a c t o r y r e a u l t nay ba o b t a i n e d by the f a o i l i a s 
o p e r a t i n g on t h a i r own. 
I n t e g r a t i n g tends to ba i n a a i n g l e d i r e c t i o n b e c a u s e p a r t o f the 
s o c i a l work t a s k i s to a c t a s the c l i e n t s ' a d v o c a t e . B u t more than t h i s 
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i t i s a v e r y d e f i n i t e p a r t o f s y s t e m i c t h i n k i n g , t h a t i s i n l i n k i n g 
p e o p l e i n t o t he s o c i a l s y s t e m and t h e n e t w o r k o f r e s o u r c e s , t h e . r e s u l t s 
o f w h i c h a r e l i k e l y t o go d i r e c t l y t o t h e c l i e n t . The s o c i a l w o r k e r i s 
n o t u s u a l l y t h e a d v o c a t e o f t h e o t h e r p r o f e s s i o n a l s . They have t h e i r 
p r o c e d u r e s w e l l w o r k e d o u t f o r c o m m u n i c a t i n g w i t h c l i e n t s ; j u s t 
o c c a s i o n a l l y t h e s e p r o c e d u r e s need a g e n t l e s o c i a l w o r k n u d g e . 
The r e c o r d s show t h a t t he s o c i a l w o r k e r o n b e h a l f o f t he f a m i l i e s 
made c o n t a c t . w ^ h c o n s u l t a n t s a n d o t h e r m e d i c a l p e r s o n n e l . Fo r e x a m p l e , 
aha a s k e d t h e a n a e t h e t i s t t o e x p l a i n t o R i c h a r d T h o r p e ' s p a r e n t s why t h e 
v e n t i l a t o r had n o t b e e n w o r k i n g p r o p e r l y , she apoke w i t h t h e b ia rd S i s t e r 
a b o u t m o t h e r s b e i n g d i s c h a r g e d home, s h e t e l e p h o n e d h e a d m a s t e r s a n d 
e d u c a t i o n a l p s y c h o l o g i s t s a n d made p e r s o n a l v i s i t s t o n a v a l c o n s u l t a n t s , 
a d m i n i s t r a t o r s o f T r u s t f u n d s and t o t h e Head o f S p e c i a l E d u c a t i o n . The 
m e t h o d s she u s a d w a r e w r i t i n g l e t t e r s , p e r s o n a l v i s i t s a n d , m o s t f r e q u e n t l y 
a t e l e p h o n e c a l l . The use o f t h e t e l e p h o n e was a v e r y i m p o r t a n t p a r t o f 
t h e c o m m u n i c a t i o n t h r o u g h o u t t h e e x p e r i m e n t ; i t was t he means w h e r e b y a 
24 h o u r c o v e r a g e o f t h e p o s s i b l e r e f e r r a l s i t u a t i o n c o u l d be m a i n t a i n e d . 
The c a s e w h e r e t h e I n t e g r a t i n g a c t i v i t y o f t h e s o c i a l w o r k e r was 
m o a t e x t e n s i v e l y e m p l o y e d was t h a t o f S t e p h e n A r c h e r . The d a g e n a r e t i v e 
b r a i n c o n d i t i o n was d i a g n o s e d when he was f o u r , so a s w e l l a s t h e 
m e d i c a l c o m p o n e n t t o h i s p r o b l e m t h a r a was a n i m p e n d i n g e d u c a t i o n a l o n e . 
F i g u r e 10 i l l u s t r a t e s t h e r e l a t i v e l y s i m p l e n e t w o r k w i t h i n w h i c h t h e 
A r c h e r f a m i l y f u n c t i o n e d p r i o r t o S t e p h e n ' s i l l n e s s and t h e n t h e c o m -
p l e x i t y c r e a t e d by l i n k i n g i n w i t h M e d i c a l , E d u c a t i o n a n d F i n a n c i a l 
s y s t e m s . I n F i g u r e s 1 1 , 1 2 , 1 3 , t h e c o m m u n i c a t i o n a f l o w l i n e s f o r t h e 
m e d i c a l , f i n a n c i a l and e d u c a t i o n a l r e s o u r c e s a r e s h o w n . These a r e i m p o r -
t a n t i n t h a t t h e i r d i r e c t i o n needs t o be u n d e r s t o o d f o r t h e e f f e c t i v e n e s s 
o f i n t e r v e n t i o n t o be m a x i m i s e d . For e x a m p l e , i f t h e s o c i a l w o r k e r i n 
P l y m o u t h w i s h e s t o a c h i e v e an a c t i o n f r o m the p a e d i a t r i c i a n i n L o n d o n 
H 
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B e f o r e i l l n e s s 
d e v e l o p e d * 
\ 
\ 
A f t e r i l l n e s s 
d e v e l o p e d . 
D i a g r a m t o show t he s y s t e m i c d e v e l o p m e n t o f t h e A r c h e r 
f a m i l y ' s l i f e b e f o r e and a f t e r S t e p h e n ' s i l l n e s s had 
d e v e l o p e d . r ig*10 . 
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nCDICAL 
< ^ P r o f e s s i o n a l to p r o f e s s i o n a l 
P r o f e s s i o n a l to f a m i l y 
STEPHEN ARCHER 
t / 




' ' / 
*l ' 
G e n e r a l 
P r a c t i U o n a r 
\ 
P a e d i a t r i c i a n ^ 
\ P lymouth \ 
^ a e d r a t r i c i a n 
London 
\ 
S o c i a l w o r k e r 
P lymouth 
S o c i a l worker 
London 
Diagram to show the v a r i a t i o n i n c o m m u n i c a t i o n f low 
p a t t e r n s i n t e r - p r o f e s s i o n a l and w i t h the f a m i l y , 
w i t h i n the n a d i c a l s e t t i n g . 
F i g , 1 1 , 
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FINANCIAL 
N o m i n a t e d 
S o c i a l U o r k e r 
M e d i c a l P rac t i t i o n e r 
R o w n t r a e 
F a m i l y Fund 
D e p a r t m e n t o f 
H e a l t h and S o c i a l 
S e c u r i t y 
F a m i l y 
t h h a n d i c a p p e d 




P e r s o n a l 
S o c i a l W o r k e r 
S e c r e t a r y and 
T r u s t e e s 
B e c k l e y S i c k 
C h i l d r e n Fund 
S e c r e t a r y and T r u s t e e s 
P a t i e n t s V o l u n t a r y 
W e l f a r e Fund 
D i a g r a m to show t h e v a r i a t i o n i n c o m m u n i c a t i o n 
f l o w l i n e s i n a f a m i l y ' s a p p l i c a t i o n t o f o u r 












F i Q . l 2 . 
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EDUCATIONAL 
O l d f l o w p a t t e r n -
New f l o w p a t t e r n -
Head Teacher 
S . E . 1 . 
STEPHEN ARCHER 
Head Teacher 
S p e c i a l S c h o o l 
Communi t y 
H e a l t h 
P h y s i c i a n 
S . E . 2 , 
E a u c a t i o n a l 
P s y c h o l o g i s t 
S . E . 3 . 
E d u c a t i o n 
Depar t m e n t 
S e n i o r 
E d u c a t i o n a l 
P s y c h o l o g i s t 
S . E . 4 . 
P a e d i a t r i c i a n 
D i a g r a m t o shouj t he i n n o w a t i o n i n t he c o m m u n i c a t i o n f l o M 
l i n e s i n a f a m i l y ' s a p p l i c a t i o n f o r a p l a c e For t h e i r c h i l d 
i n a S p e c i a l S c h o o l . 
r L g . l 3 . 
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she i s mora X l k a l y t o do t h i s by w o r k i n g t h r o u g h e i t h e r t h e P l y m o u t h 
p e e d i a t r i c i a n , o r t h e s o c i a l w o r k e r i n L o n d o n , b o t h o f whom a r e w i t h i n 
h e r r a c o g n i s e d c o m m u n i c a t i o n f l o w l i n e s w h e r e a s t h e L o n d o n p a e d i a t r i c i a n 
i s n o t . 
f i g u r e s 1 4 , 1 5 , 1 6 , 17 a r e d i a g r a m m a t i c r e p r e s e n t a t i o n s f o l l o w i n g 
B u c k l e y ' s m o d e l ( B u c k l e y 1 9 6 7 ) o f t h e use o f s y s t e m i c t h i n k i n g i n t h e 
p r o b l e i i h * s o l v i n g p r o c e s s , a g a i n w i t h s p e c i a l r e f e r e n c e t o t h o s e o f S t e p h e n 
A r c h e r ' s f a m i l y . The m e d i c a l a n d f i n a n c i a l p r o b l e m s w e r e e a s i l y r e s o l v e d 
i n c o n t r e s t t o t he e d u c a t i o n a l o n e s w h i c h f o c u s s e d u p o n S t e p h e n b e i n g 
g i v e n a p l a c e i n a s p e c i a l s c h o o l . I n t h i s p r o c e s s t h e s o c i a l w o r k e r 
was i n s t r u c t a d i n t h e r o l e o f l i n k p a r s o n b u t as t i m e w a n t by and 
p r o g r e s s seemed s l o w i t waa f a i t n e c e s s a r y t o r e i n f o r c e t h i s r o l e by 
a d v o c a c y and by t h e use o f t h e s o c i a l w o r k e r s a u t h o r i t y a s w e l l . I t 
became e s s e n t i a l t o know w h e r e t o a p p l y t h e p r e s s u r e i f change w a r e t o 
be a c h i e v e d . I n a l l , t he a o c i a l w o r k e r c o m m u n i c a t e d s e v e r a l t i m e s w i t h 
t a n d i f f e r e n t p a r s o n s i n v o l v e d i n r e a c h i n g t h e s i n g l e d e c i s i o n o f when 
S t e p h e n c o u l d s t a r t a t t e n d i n g s p e c i a l s c h o o l . T h i s h i g h l i g h t e d t h e 
f e e t t h a t once a c h i l d was a l r a e d y a t s c h o o l ( f o r e x a m p l e N i g e l S t a l l -
n a n ^ Norman F r e e s t o n e and S h a r o n K e n d a l l ) t r a n s f e r b e t w e e n s c h o o l was 
r e l e t i v e l y s p e e d y . The s p e c i e l e d u c a t i o n a l s e l e c t i o n p r o c e d u r e i s 
g e a r e d t o t h e t r a n s f e r o f c h i l d r e n a l r a e d y w i t h i n t h e s y s t e m . The 
S . E l . l f o r m hed t o be f i t t e d i n by a head t e a c h e r and t h a n w e n t t o t b s 
C o m m u n i t y H e a l t h P h y s i c i a n f o r t h e S . E . 2 . f o r m t o be c o m p l e t e d b e f o r e 
t h e p s y c h o l o g i c a l a s s e s s m e n t s c o n t a i n e d w i t h i n t h e S . E . 3 . and 5 . E . 4 . 
f o r m s (See F i g u r e 1 3 ) . 
S t e p h e n A r c h e r was n o t y e t i n t h e e d u c a t i o n a l s y s t e m and t h e 
e x i s t i n g p r o c e d u r e s d i d n o t c o v e r s i t u a t i o n s w h e r e a new c h i l d was 
b e i n g a d m i t t e d . No head t e a c h e r c o u l d f i l l i n t h e S . E . I , f o r m w h i c h 
t r i g g e r e d o f f t he c o m p l a t i o n o f S . E . 2 . , 3 and 4 . A f t e r t he se 
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C o n t r o l Goa l 
parame t e r s 
( 2 ) 
C e n t r a Feed back 
( 1 ) 
t e s t 
( 5 ) 
( 3 ) 
A c t i o n o u t p u t 
(_6)_ _ _ 
C o r r e c t i v e a c t i o n 
f e e d back 
I n f o r m a t i o n 
ga t h e r i n g 
o n o u t p u t 
e f f e c t s 
( 4 ) 
E f f e c t s 
on s y s t e m 
a n d 
e n v i r o n m e n t 
D i a g r a m to show a v e r y s i m p l i f i e d m o d e l o f a p r o b l e m - s o l v i n g 
p r o c e s s u i h i c h c a n be a p p l i e d t o a n y s y s t e m i n c l u d i n g s o c i a l w o r k , 
( A f t e r B u c k l e y ) F i g . l 4 . 
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nEDICAL 
P a a d i a t r i - F u r t h a r 
c i a n 
t a s t s 
i n ( 2 ) 
P l y m o u t h No 
(^ \ f u r t h a r 
t e s t s ( 5 ) 
( 3 ) 
Send S t e p h e n t o L o n d o n 
Wo c o r r e c t i v a a c t i o n 
L o n d o n 
h o s p i t a l 
c o n f i r m 
t r e e t m e n t 
as g i v e n 
5 t e p h e n 
6 p a r e n t s 
t o L o n d o n 
P a u l t o 
G r a n d -
p a r e n t s 
D i a g r a m to shou; t he a p p l i c a t i o n o f t h e s y s t e m s moda l t o t h e 
m a d i c a l t r e a t m e n t programme o f S t e p h e n A r c h e r . 
F i g . 1 5 . 
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FINANCIAL 
S o c i a l 
u o r k e r 
i n 
P l y m o u t h 
( 1 ) 
A t t e n d a n c e 
a l l o u i a n c a 
R o w n t r e e 
P . U . U . f u n d 
( 2 ) 
F i n a n c i a l 
h a r d s h i p s 
a v e r t e d 
Forms t o p a r e n t s , l a t t e r 
" (3 ) ' 
( 6 ) 
f j o c o r r e c t i v e a c t i o n 
P a r e n t s 
a p p l i e d t o 
f u n d s 
A p p l i c a t i o n 
c o n s i d e r e d 
M o n i e s 
a l l o c a t e d 
a r e 
s a t i s f a c t o r y 
( 4 ) 
D i a g r a m to shom the a p p l i c a t i o n o f t h e s y s t e m s m o d a l t o t h e 
r e q u e s t s f o r f i n a n c i a l a s s i s t a n c e by S t e p h e n A r c h e r ' s f a m i l y . 
F i g . 1 6 
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S o c i a l 
w o r k e r 
C o n s u l t a n t 
( 1 ) 
E D U C A T I O N A L 
( F ) EDUCATION DEPARTnEMT INFORHED 
( E ) Case c o n f e r e n c e 
( D ) C o n t a c t D i r e c t o r S p e c i a l e d u c a t i o n 
( C ) C o n t a c t C o m m u n i t y H e a l t h P h y s i c i a n 
( B ) C o n t a c t E d u c a t i o n a l P s y c h o l o g i s t 
( A ) C o n t a c t C l i n i c a l P s y c h o l o g i s t . 
S t o p h e n 
t o S p e c i a l 
s c h o o l I 
( 2 ) - 1 
1 
( A ) n o t h i n g ( 6 ) 
happened ( A ) E d u c a t i o n a l P s y c h o l o g i s t 
( B ) " ( B ) Commun i ty H e a l t h 
(c) » (c) D i r e c t o r S p e c i a l s c h o o l s 
( D ) " ( 0 ) Case c o n f e r e n c e 
(O - ( O PARENTS THREATEN TO GO 




( 5 ) 
/ 
1 
( A ) S t e p h e n t e s t a d 
( B ) It It 
(c) II It 
( D ) p a p e r s s t u d i e d 
( E ) p r o m i s e s made 
( F ) LETTER SENT 
( A ) S t e p h e n t o s c h o o l f o r p h y s i c a l l y 
h a n d i c a p p e d 
^ g ^ If It II It ti M 
( C ) S t e p h e n t o o r o u g h f o r t h i s s c h o o l 
( D ) No money f o r e x t r a h e l p e r 
( C ) A s s i s t a n t t o be e m p l o y e d ( 4 ) 
( F ) PLACE A V A I L A B L E : PARENTS TOLD. 
D i a g r a m to sho t j t he a p p l i c a t i o n o f t h e s y s t e m s m o d e l t o t h e 
r e q u e s t f o r a p l a c e f o r S t e p h e n A r c h e r i n a s p e c i a l s c h o o l . 
F i g . l 7 . 
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d i f f i c u l t i e s u e r a e x p o s e d by S t e p h e n A r c h e r ' s a p p l i c a t i o n t h e A s s i s t a n t 
D i r e c t o r ( S p e c i a l S c h o o l s ) a g r e e d t o a naui " e x c e p t i o n a l c i r c u m s t a n c e s 
p r o c e d u r e ' * i t ihareby t h e p a e d i a t r i c i a n c o u l d i n i t i a t e t he s e l e c t i o n ( S p e c i a l 
E d u c a t i o n ) p r o c e d u r e by u r i t i n g j o i n t l y t o t h e Heeds o f E d u c a t i o n a n d 
H e a l t h uho w o u l d t h e n s t a r t t he p r o c e s s w i t h t h e S . E . 2 . f o r m s t a g e . 
I t was t h i s e x p e r i e n c e w h i c h a l e r t e d t h e s o c i a l w o r k e r t o t h e need 
t o a n t i c i p a t e e d u c a t i o n a l p r o b l e m s p a r t i c u l a r l y i n t h o s e s i t u a t i o n s whe re 
t h e c e t c h m a n t h i n t e r l a n d o f H e a l t h and E d u c a t i o n d i d n o t c o i n c i d e . P e t e r 
S t e p h e n s was a c a s e i n p o i n t * He l i v e d j u s t a c r o s s t h e c o u n t y b o u n d a r y 
i n C o r n w a l l . I t was w i t h i n t h e H e a l t h a r e a f o c u s s i n g u p o n the P l y m o u t h 
H o s p i t a l s b u t t h e E d u c a t i o n a l r e s p o n s i b i l i t y was C o r n w a l l ' s w i t h t h e 
h e a d q u a r t e r s i n T r u r o . F u r t h e r m o r e t h e s p e c i a l s c h o o l s w e r e l o c a t e d i n 
w e s t C o r n w a l l w h i c h mean t t h a t t he e a s t C o r n w a l l c h i l d r e n had t o be 
w e e k l y b o a r d e r s * Pir. and f i r s . S t e p h e n s w e r e e a g e r t o b a t t l e f o r t h e 
p r i n c i p l e t h a t i t was e m o t i o n a l l y b a t t e r f o r S t e p h e n t o H u e a t home 
a n d t r a v / e l d a i l y t o s c h o o l i n P l y m o u t h . The i s s u e was d e p e n d e n t u p o n 
C o r n w a l l ' s a t t i t u d e t o f i n a n c i n g t h i s w h i c h c o s t a f f a c t i u a l y m i g h t be 
l i t t l e d i f f e r e n t f r o m t r a n s p o r t i n g and b o a r d i n g S t e p h e n w i t h i n t he c o u n t y 
f a c i l i t i e s . A t t h e age o f one t he i s s u e s p e r t a i n i n g t o r e s p o n s i b i l i t i e s 
f o r S t e p h e n ' s f u t u r e e d u c a t i o n w e r e i n i t i a t e d . 
I t has a l r e a d y been s t a t e d t h a t r e s p o n s i b i l i t y f o r t h e h a n d i c a p p e d 
c h i l d a n d h i s f a m i l y span t h r e e m a j o r d e p a r t m e n t s - H e a l t h , E d u c a t i o n 
a n d S o c i a l S a r u l c e s e a c h o f w h i c h i s a s y s t e m w i t h i n i t s own r i g h t . 
H o w e v e r , ' n o s o c i a l s t r u c t u r e i s s e l f - s u f f i c i e n t o r s e l f - c o n t a i n e d * 
{Katz and K a h n f l 9 6 9 ) ) , I t needs t o r e c e i v e e n e r g y i n p u t s f r o m a v a r i e t y 
o f s o u r c e s . I n t he p a s t t h e r e has bean a t e n d e n c y f o r s o c i a l w o r k e r s 
t o see a f a m i l y as a n i s o l a t e d u n i t a n d f o r t h e i r p r o f e s s i o n a l i n p u t 
t o be t he m a i n s o u r c e o f e n e r g y t o a l l o w t h e f a m i l y t o t a c k l e i t s 
p r o b l e m s . Sys tems t h i n k i n g e n c o u r a g e s s o c i a l w o r k e r s to a c t as l i a i s i n g 
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a g e n t s p u t t i n g t h e f a m i l y i n t o u c h u i t h o t h e r r e s o u r c e s w h i c h p r o v i d e 
f r e s h i n p u t s o f e n e r g y . The s o c i a l w o r k e r becomes a n e n t r e p r e n e u r 
l i n k i n g t h e s y s t e m w i t h t he e n e r g y s u p p l i e s n e e d e d . 
I f we a c c e p t t h a t a l l s o c i a l s y s t e m s a r e o p e n s y s t e m s , w h i c h means 
t h a t t h e y a r e i n a c o n s t a n t p r o c e s s o f c h a n g e s u b j e c t t o t h e i n f l o w and 
o u t f l o w o f c o m m u n i c a t i o n a l s t i m u l i , t h e n i t i s i m p o r t a n t t h a t t h e 
b o u n d a r i e s o f t h e s y s t e m s a r e p e r m e a b l a . I n a n a r e a o f w o r k w h i c h c o v e r s 
s e v e r a l d e p a r t m e n t s i t i s o f v i t a l s i g n i f i c a n c e t o e s t a b l i s h t he d e g r e e 
o f b o u n d a r y p e r m e a b i l i t y b e t w e e n t h e s e d e p a r t m e n t s . I n t h e b i o l o g i c a l 
s c i e n c e s p e r m e a b i l i t y r e f e r s t o t h e pas sage o f f l u i d and p o r o s i t y t o t h e 
a m o u n t o f f l u i d w h i c h c a n soak t h r o u g h . These t e r m s may be a p p l i e d 
a n a l o g o u s l y t o s o c i a l b e h a v i o u r t o t r y t o e x p l a i n why massages do o r do 
n o t pass b e t w e e n d i f f e r e n t a r e a s and why t h e a m o u n t o f i n f o r m a t i o n o r 
e m o t i o n w h i c h p a s s e s t h r o u g h v a r i e s f r o m one t i m e t o a n o t h e r . I n t h e 
c a s e o f h a n d i c a p p e d c h i l d r e n t h e r e o u g h t t o be a n easy i n t e r c h a n g e 
b e t w e e n the H e a l t h D e p a r t m e n t and t h e E d u c a t i o n a l D e p a r t m e n t i f t h e y 
a r e c o m f o r t a b l y t o c a r r y o u t t h e i r j o i n t r e s p o n s i b i l i t y f o r s p e c i a l 
e d u c a t i o n p r o v i s i o n . 
I t c o u l d be a r g u e d t h a t t h e i r b o u n d a r i e s a r e mora p e r m e a b l e a t 
t h e p o i n t o f c o n t a c t w i t h the c l i e n t s a n d l e s s p e r m e a b l e a t t h e i n t e r -
f a c e w i t h the o t h e r m a j o r d e p a r t m e n t s . Or i t c o u l d be s u g g e s t e d t h a t 
t h e p e r m e a b i l i t y o f t he f a m i l y ' s b o u n d a r i e s i s more p o r o u s a t t i m e s o f 
c r i s i s . Some w o u l d a r g u e t h a t t h e s e p r o f e s s i o n a l s y s t e m s , and i n 
p a r t i c u l a r the one o f w h i c h t he s o c i a l w o r k e r i s a p a r t , a r e t o o r e a d y 
t o p e n e t r a t e i n t o f a m i l i e s a t t i m e s o f h e i g h t e n e d v u l n e r a b i l i t y o r a t 
c r i s e s , and t h a t t h i s h a v i n g o c c u r r e d l e a v e s a f a m i l y l e s s a b l e t o 
i n i t i a t e and c a l l upon i t s own r e s o u r c e s f o r e n e r g y . Soma o f t he f e e d -
b a c k f r o m the p a r e n t s i n d i c a t e d t h a t t h e y f e l t t h a t h e l p was t h r u s t 
u p o n them. M r . and Pl rs . o i i l l i a m s w e r e o f t h i s o p i n i o n a n d f i r s . 
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R i c h a r d s o n was i n c l i n a d t o w a r d s t h i n k i n g t h a t a t t i m a s i t w o u l d have 
b o o n b a t t e r f o r h o r t o ba l e f t t o g o t o n w i t h h e r own l i f e . 
So t o d e a l w i t h the t r a n s f e r r i n g o f e n e r g y f r o m a s o u r c e a r a a t o 
a n a r e a o f need wa a r o c o n c e r n e d w i t h t h e w h o l e p r o c e s s o f c o m m u n i c a t i o n . 
The l i a i s i n g r o l e o f t h e . s o c i a l w o r k e r has b e e n e s t a b l i s h e d ; i n t h i s 
s e c t i o n we a r o l o o k i n g a t t h a w i d e r i s s u o s o f who needs t o ba i n t e r -
a c t i n g w i t h whom and who i a r e s p o n s i b l e f o r e n s u r i n g the i n f l o w and o u t -
f l o w o f c o m m u n i c a t i o n a l s t i m u l i i f t h e r e g e n e r a l l y seems to ba some 
s l u g g i s h n e s s i n tha . s y s t e m * 
( 2 ) A u t h o r i t y R o l e 
A u t h o r i t y and power have bean w i d e l y d i s c u s s e d i n s o c i a l w o r k , 
a l t h o u g h t h e r e i s r o l a t i v e l y l i t t l e l i t e r a t u r e s p e c i f i c a l l y o n t h i s 
s u b j e c t * F o r e n and B a i l e y ( 1 9 6 6 ) have a r g u e d t h a t t h a s o c i a l w o r k e r ' s 
a u t h o r i t y d e r i v e s a t l e a s t as much f r o m t h a k n o w l e d g e ba se and p r o -
f e s s i o n a l s k i l l s t h e t he h i m s e l f p o s s a s s o e a s f r o m t h a p o w e r c o n f e r r e d 
u p o n h i m by s o c i e t y * I t i s s o m e t h i n g w i t h w h i c h he may n o t f e e l c o m -
f o r t a b l e and as a r e s u l t o f t h i s , t h e r e i s a d i s t a s t e f o r t h e e x o r c i s e 
o f a u t h o r i t y w h i c h seems t o b e common among s o c i a l w o r k e r s * F o r 
e x a m p l e , C l a r k e ( 1 9 7 1 ) i n h i s p a p e r o n t h a A n a l y s i s o f C r i s i s r i anagament 
by m e n t a l w e l f a r e o f f i c e r s i n d i c a t e s t h a t t h e y e x h i b i t a v e r y g r e a t 
r e l u c t a n c e t o e x e r c i s e t h e a u t h o r i t y v e s t e d w i t h i n them by v i r t u e o f 
t h e i r p o s i t i o n * The re i s a d u a l i t y o f o r i g i n t o a s o c i a l w o r k e r ' s 
a u t h o r i t y * I t i s d e r i v e d f r o m t h e i n s t i t u t i o n a l s o u r c e w h i c h s a n c t i o n s 
t h a t p r o f e s s i o n a l t o p r o v i d e a s e r v i c e and f r o m t h e p r o f e s s i o n a l ' s own 
p e r s o n a l competence* B l a u ( 1 9 6 4 ) w r i t e s a b o u t power a r i s i n g o u t o f t he 
e x c h a n g e t r a n s a c t i o n s b e t w e e n p e r s o n s when one o f t h e p a r s o n s hes t h e 
c o m p e t e n c e , the c o m m o d i t i e s o r t h e s e r v i c e s t h a t t he o t h e r needs* T h i s 
r e s u l t s i n w h a t ho has t e r m e d "power - d e p e n d e n t r e l a t i o n s h i p s " . The re 
i s an s l e m a n t o f power d e p e n d e n c y i n a l l p r o f e s s i o n a l r e l a t i o n s h i p s b u t 
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i n none mors so t h a n i n t h o s e w i t h t h a m e d i c a l p r o f e s s i o n u h i c h b a s k s 
i n i t s a u r a o f power and p r e s t i g e . To soma e x t e n t a s o c i a l w o r k e r 
e m p l o y e d i n a m e d i c a l s e t t i n g i s g o i n g t o e n j o y some o f t h i s power i n 
h e r p r a c t i c e . T h i s i s a f a c t o f l i f e , f o r b a t t e r o r f o r w o r s e , a p r o d u c t 
o f t h e i m b a l a n c a d y u n e q u a l r e l a t i o n s h i p w h i c h t y p i f i e s p r o f e s s i o n a l 
p r a c t i c e . 
The r e c o r d s o f t he p r o j e c t p r e s e n t c o n s i d e r a b l e ' e v i d e n c e o f t h e 
s o c i a l w o r k e r q u i t e d e l i b e r a t e l y e x p l a i n i n g h e r r o l e , a n d s p e l l i n g o u t 
t h e t h i n g s she m i g h t be a b l e t o do u h i c h c o u l d be h e l p f u l . Tha a p p a r e n t 
f e l t need t o do t h i s m i g h t have a r i s e n f r o m t h e s e c t i o n o n s o c i a l w o r k 
i n t h e o r i g i n a l s u r v e y w h e r e t h e r e was an eno rmous c o n f u s i o n a m o n g s t t h e 
p a r e n t s as t o w h a t i t was t h a t s o c i a l w o r k e r s a c t u a l l y d i d . I n some 
c a s e s , t he f ew s o c i a l w o r k e r s who w a r e t h e m s e l v e s i n v o l v e d may w e l l have 
b e e n u n c l e a r as to w h a t t h e i r f u n c t i o n was i n t h i s r a t h e r s p e c i a l i s e d 
a r s e o f w o r k . T h i s p a r t i c u l a r s o c i a l w o r k e r f e l t c o n f i d e n t t h a t she 
u n d e r s t o o d the g e n e r e l n a t u r e o f t he p r o b l e m s and she had s k i l l s t o o f f e r 
b u t w i s h e d t o make t h e s e q u i t e e x p l i c i t by s p e l l i n g them o u t i n d e t a i l . 
From t i m e t o t i m e as t he f o c u s and pace o f w o r k w i t h a f a m i l y c h a n g e d , 
f o r e x a m p l e , when S a r a h R o b e r t s d i e d u n e x p e c t e d l y , i t was n e c e s s a r y t o 
e x t e n d t h e e x p l a n a t i o n t o i n c o r p o r a t e a n o t h e r e r e a o f p o s s i b l e i n v o l v e ^ -
m e n t . E x a m p l e s o f t h i s f r o m t h e r e c o r d s i n c l u d e t h i s r e f e r e n c e f r o m the 
n o t e s on the F r e e s t o n e f a m i l y : -
" I t r i e d t o e s t a b l i s h a w o r k p l a n w i t h h e r a n d i t 
was i m p o s s i b l e . Her r e s p o n s e was *You come r o u n d 
w h e n e v e r y o u w a n t t o . ' I s a i d , ( I hope w i t h c a r e ' . ) 
t h a t i t was n o t my needs t h a t w e r e t o be m e t b u t 
t h e i r s as a f a m i l y w i t h a p r o b l e m and t h e n I 
m e n t i o n e d a r a n g e o f s o c i a l w o r k i n t e r v e n t i o n s w h i c h 
m i g h t be a p p r o p r i a t e . The o n l y t h i n g she was 
i n t e r e s t e d i n was m a t e r i a l r e s o u r c e s . " 
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UJi th n a t t h e w D a r k ' s m o t h e r t h e r e was t h i s n o t e : -
" I t a l k e d f a i r l y b r i e f l y a b o u t t he s o c i a l w o r k 
h e l p and s a i d t h a t i t was s o m e t h i n g she may o r 
may n o t f e e l she n e e d e d . U h a t we d i d w a n t t o 
e n s u r e was t h a t a l l m o t h e r s had the same o f f e r s 
o f h e l p and t h a t she was n o t l e f t o u t j u s t 
because she was a member o f s t a f f . " 
The e x p l a n a t i o n o f r o l e u s u a l l y happened i n t h e f i r s t o r s econd 
i n t e r v i e w and was seen as a n i m p o r t a n t p a r t o f e s t a b l i s h i n g w h e t h e r o r 
n o t t h e r e was t o be a w o r k i n g r e l a t i o n s h i p . P e r h a p s t h e g r e a t e s t t e s t i n g 
o u t o f t h i s r o l e comas w i t h t he w o r k done w i t h p a r e n t s who t h e m s e l v e s a r s 
p r o f e s s i o n a l s i n r e l a t e d a r e a s . H r s . D a r k was a n u r s e r y n u r s e o n t h e 
S p e c i a l Care Baby U n i t . M r . B a t e s was a n a d m i n i s t r a t i v e o f f i c e r w i t h 
t h e S o c i a l S e r v i c e s and one o f t h e m o t h e r s whose c h i l d was r e f e r r e d b u t 
n o t i m p a i r e d so was n o t i n c l u d e d i n t h e r e s e a r c h w r i t e u p , was h e r s e l f e 
s o c i a l w o r k e r . 
I t m i g h t be a r g u e d t h a t t h e s o c i a l w o r k e r f e l t t o o c o m p e t e n t i n t h e 
s e r v i c e she was o f f e r i n g and t h a t t h e demands o f t he r e s e a r c h p r o j e c t w e r e 
i n s t r u m e n t a l i n g i v i n g he r a c o n f i d e n c e i n t h e v a l u e o f t h e s e r v i c e . 
The ca se n o t e s p r o v i d e d e x a m p l e s o f t h e s o c i a l w o r k e r b e i n g d i r e c t i v e , 
b e i n g j u d g e m e n t a l , m a n i p u l a t i n g and g i v i n g a d v i c e , a l l o f w h i c h , h o p e -
f u l l y , r e f l e c t e d n o t h i n g o t h e r t h e n k n o w l e d g e and a u t h o r i t y i n t h i s a r e a 
o f w o r k . There w e r a f ew e x a m p l e s o f t he s o c i a l w o r k e r a n d the p a r e n t s 
a g r e e i n g c o n t r a c t u a l l y to a w o r k p r o g r a m m e , b u t a c o n t r a c t was u sed t o 
e s t a b l i s h a w o r k p l a n w i t h M r s . U i r i g l e y : t h e r e w e r e p r o b l e m s i n t h i s 
f a m i l y b e y o n d t h o s e c r e a t e d by h a v i n g a h a n d i c a p p e d c h i l d , and t o make 
t h e t a s k mora manageab l e i t was n e c e s s a r y t o a g r e e t h e t h i n g s t o be 
t a c k l e d and the o r d e r i n w h i c h t h i s s h o u l d be d o n e . The s o c i a l w o r k e r 
a l s o c o n t r a c t e d w i t h the K e n d a l l f a m i l y t o w o r k w i t h S h a r o n i n t e n s i v e l y 
o v e r a s h o r t p e r i o d o f t i m e . 
( 3 ) C o n s u l t a n c y R o l e 
L i n k i n g w i t h t he use o f a u t h o r i t y i s t h e s o c i a l w o r k e r s engagement 
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i n c o n s u l t a n c y . As e x p e r t i s e i n w o r k i n g i n a n a r e a a c c u m u l a t e s t h e 
s o c i a l w o r k e r b u i l d s up a r e s e r v o i r o f p a r t i c u l a r k n o w l e d g e and s k i l l s . 
The s o c i a l w o r k e r needed e s p e c i a l l y t o have a s o u n d k n o w l e d g e o f t h e 
t h e o r e t i c a l u n d e r p i n n i n g t o h e r own p r o f e s s i o n a l p r a c t i c e . P a r t i c u l a r l y 
was t h i s i n e v i d e n c e when she h e l p e d p a r e n t s i n t e r p r e t t h e i r own f e e l i n g s 
o f b e h a v i o u r and l i n k e d t h i s w i t h t h e a d a p t a t i o n s t a g e s t h r o u g h w h i c h 
p a o p l e who a r e b e r e a v e d o r i n c r i s i s do p a s s . C r i s i s i n t e r v e n t i o n ( s e e 
p a g e s 1 0 3 f f J i s a g e n e r a l l y a c c e p t e d mode o f s o c i a l w o r k p r a c t i c e w h i c h 
h a s b e e n d e v e l o p e d p a r t i c u l a r l y w i t h i n t h e l a s t d e c a d e , ( T i m m s ( 1 9 7 8 ) ) , 
a l t h o u g h i t has baen a m a j o r c o m p o n e n t o f m e d i c a l s o c i a l w o r k p r a c t i c e 
f o r much l o n g e r . I t i n v o l v e s "The a c t i v e e n t r y i n t o t h e l i f e s i t u a t i o n 
o f an i n d i v i d u a l , f a m i l y g r o u p o r o t h e r s o c i a l s y s t e m , i n o r d e r , f i r s t 
t o c u s h i o n i n so f a r as p o s s i b l e , t h e i m p a c t o f a s t r e s s f u l e v e n t t h a t 
t h r o w s t h e p a r s o n ( o r p a r s o n s ) o f f b a l a n c e ; and s e c o n d t o h e l p d e v e l o p 
a n d m o b i l i s e t he r e s o u r c e s o f t h o s e who a r e a f f e c t e d d i r e c t l y by the 
s t r e s s . " ( P a r a d ( l 9 6 8 ) ) . 
A n example f r o m t h e c a s e r e c o r d s o f t h e S t e p h e n s f a m i l y i l l u s t r a t e s 
t h i s : -
" H r s . S t e p h e n s spoke a b o u t some o f t h e s t a g e s s h e 
had been t h r o u g h i n c l u d i n g d i s b e l i e f s i n c e b e i n g 
t o l d a b o u t P e t e r ' s c o n d i t i o n and we r e l a t e d t h i s t o 
the m o u r n i n g p r o c e s s . She m e n t i o n e d a f r i e n d who had 
had a m i s c a r r i a g e v e r y r e c e n t l y and who had b e a n so 
d e p r e s s e d t h a t t h e y had d r i v e n h e r t o see t h e d o c t o r . 
Ue made l i n k s b e t w e e n m o u r n i n g t h e l o s s t h r o u g h 
a b o r t i o n and h e r own m o u r n i n g the l o s s o f a n o r m a l 
baby and t h a t r e a c t i v e d e p r e s s i o n c o u l d be a common 
f a c t o r i n t h e s e s i t u a t i o n s . " 
S i m i l a r l y i n an i n t e r v i e w w i t h M r s . P a r k e r : -
"Uia l o o k e d a t t h e o r i g i n a l r e a s o n f o r my i n v o l v e m e n t 
as a s o c i a l w o r k e r and how the s i t u a t i o n had now 
changed and w h e t h e r o r n o t s o c i a l w o r k was o f a n y h e l p 
to them i n a t e r m i n a l s i t u a t i o n , li/e t a l k e d a b o u t h e r 
e a r l i e r m o u r n i n g o f t he l o s s o f a n o r m a l baby when she 
knew t h a t F i o n a had D o w n ' s syndrome a n d now t h e l o s s 
t h a t she was g o i n g t o have to f a c e when F i o n a d i e d . For 
her husband (She s a y s t h a t l i f e has gone q u i t e e a s i l y 
f o r h i m so f a r ) , t h i s w i l l be t he f i r s t t i m e t h a t ha 
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has l o s t anyone who i s c l o s e t o h i m w h e r e a s she 
h a s a l r e a d y l o s t t h r o u g h d e a t h a m o t h e r and a 
f i a n c e . F i o n a ' s d e a t h w i l l be t he t h i r d t i m e t h a t 
she has l o s t a p e r s o n whom she l o v e d d e a r l y . " 
N o t o n l y d i d the s o c i a l w o r k e r d e v e l o p a w i d e r k n o w l e d g e base 
r e l a t i n g t o c e r t a i n a r e a s o f s o c i a l w o r k i n t e r v e n t i o n , b u t she a l s o 
a c q u i r e d a f a i r l y e x t e n s i v e m e d i c a l k n o w l e d g e a b o u t h a n d i c a p p i n g c o n -
d i t i o n s i n t h e c o u r s e o f t he p r o j e c t . T h i s made h e r mors c o m p e t e n t t o 
expand the m e d i c a l i n f o r m a t i o n w h i c h the p a e d i a t r i c i a n had g i v e n , t o 
a n s w e r r e l a t e d q u e s t i o n s and t o p r o v i d e a c c u r a t e i n f o r m a t i o n . B u t i t 
c o u l d a l s o have mede f o r d i f f i c u l t i e s when she was p a r t y t o some m e d i c a l 
i n f o r m a t i o n , b u t u n a b l e t o d i v u l g e i t . The re i s a r e c o g n i s e d e t h i c a l 
t r a d i t i o n t h a t n e i t h e r p r o f e s s i o n e n c r o a c h e s u p o n the o t h e r s e s t a b l i s h e d 
t e r r i t o r y . T h i s s o c i a l w o r k e r was c o n v i n c e d t h a t i t m u s t be t h e c o n -
s u l t a n t ' s r e s p o n s i b i l i t y t o g i v e m e d i c e l i n f o r m e t i o n i n t h e f i r s t 
i n s t a n c e . Uihen P e t e r S t e p h e n ' s p a r e n t s w e r e a s k e d t o see t h e c o n s u l t a n t 
and t h a s o c i a l w o r k e r had a r r i v e d b e f o r e the c o n s u l t a n t was a v a i l a b l e 
t h e y became i n c r e a s i n g l y a g i t a t e d a s t h e y w a i t e d . P s y c h o l o g i c a l l y t h e y 
needed to have some i n f o r m a t i o n u p o n w h i c h to f o c u s t h e i r a n x i e t i e s 
w h i c h w e r e i n d a n g e r o f b e c o m i n g e x a g g e r a t e d w e l l b e y o n d the r e a l m s o f 
r e a l i t y , t h e s o c i a l w o r k e r had t h a t i n f o r m a t i o n a n d she was t h e r e . 
H o w e v e r , a l l she was a b l e t o do was to r e c o g n i s e t h e i r a n x i e t i e s w i t h 
them and make some t e a . 
Once the p a e d i a t r i c i a n had g i v e n t h e m e d i c a l i n f o r m a t i o n t h e n i t 
was a v a i l a b l e t o o t h e r s f o r f u r t h e r i n t e r p r e t a t i o n a n d r e i n f o r c e m e n t . 
B u t t o do t h i s c o m p e t e n t l y r e q u i r e d t h e s o c i a l u f o r k e r t o have a g r e a t e r 
m e d i c a l k n o w l e d g e t h a n t h a t j u s t d e r i v e d f r o m h a v i n g h e a r d w h a t t h e 
d o c t o r s a i d . She needed t o be a b l e t o answer t h e s e c o n d a r y q u e s t i o n s 
w h i c h s u b s e q u e n t l y a r o s e . She needed t o r e a d t h e m e d i c a l l i t e r a t u r e 
w h i c h was r e l e v a n t . E q u a l l y i t was t h e g e n e r a l u n d e r s t a n d i n g t h a t 
t h e c o n s u l t a n t w o u l d l e a v e t o t he s o c i a l w o r k e r t h e more s o c i a l a s p e c t s 
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o f t h e p r o b l e m o f tha h a n d i c a p , b u t a t t i m e s , and q u i t e a p p r o p r i a t e l y , 
t h e y w o u l d each e n c r o a c h on t h e o t h e r s g r o u n d * D r . B r o u n , i n p a r t i c u l a r , 
was a l w a y s i n t e r e s t e d i n t h e f a m i l y as a w h o l e and l i k e d t o d a b b l e h i s 
hand i n t h i n g s s o c i a l , w h e r e a s a l t h o u g h D r . Jones h e l d a s i m i l a r 
i n t e r s s t he f e l t a f t e r y e a r s i n p r a c t i c e t h a t he had o n l y t i m e t o do 
w e l l those t h i n g s t h a t w e r e c l i n i c a l and t h a t t he r e s t s h o u l d be d e l e g a t e d 
( 4 ) S o c i a l I n t a q r a t i v e Rol^c 
The s o c i a l i n t e g r a t i v e a s p e c t s o f s o c i a l w o r k was g i v e n much p r o m -
i n e n c e by the e a r l y c h a r i t y and s e t t l e m e n t w o r k e r s who s o u g h t t h r o u g h 
" f r i e n d l y i n t e r c o u r s e " t o " b r i d g e t h e g u l f b o t u o e n t h e c l a s s e s " , ( U o o d -
r o o f e 1 9 6 2 ) * The i n t e g r a t i v e a n d r e l a t i o n a l i n p u t r e m a i n s a common one 
a m o n g s t s o c i a l w o r k e r s , a 
" p r o f e s s i o n w h i c h c o n c e r n s i t s e l f w i t h t h e 
f a c i l i t a t i n g and s t r e n g t h e n i n g o f t he b a s i c 
s o c i a l r e l a t i o n s h i p s b e t w e e n i n d i v i d u a l s , 
g r o u p s and s o c i a l i n s t i t u t i o n s , " N a t i o n a l 
A s s o c i a t i o n o f S o c i a l W o r k e r s * New Y o r k t l 9 5 9 ) ) » 
T h i s r e l a t i o n a l h e l p i n g p r o c e s s i n v o l v e s t h e s o c i a l w o r k e r ' s 
a m p a t h e t i c s e l f i n a p o s i t i v e bond and e n c o u n t e r w i t h i n d i v i d u a l s and 
f a m i l i e s . T h r o u g h r e l a t i o n s h i p s t h e r e o c c u r s a n e x c h a n g e o f a c c e p t a n c e , 
r e s p e c t and a f f e c t i o n ( t h a agapae o r c a r i t a s o f a l t r u i s t i c c a r i n g ) * 
A s o c i a l w o r k e r c a r r i e s i n t o t h a p r o f e s s i o n a l r e l a t i o n s h i p a n a t i v e 
a b i l i t y t o r e s p o n d w i t h p o s i t i v e a n d g e n u i n e r e g a r d f o r a n o t h e r p e r s o n , 
y e t a t the same t i m e i m p o s e s c e r t a i n b e l i e f s a b o u t how p e r s o n s s h o u l d 
a c t i n r e l a t i o n t o each o t h e r and t o h e r . The i m p o s i t i o n o f t he 
w o r k e r ' s p r o f e s s i o n a l v a l u e s y s t e m may be a t t r i b u t e d p a r t l y t o the 
a u t h o r i t y o f the r o l e and p a r t l y to h a r own p e r s o n a l n e e d s . 
A l t h o u g h t h i s s o c i a l w o r k e r b e l i e v e d i n o p e n d o o r c o n s u l t a n c y and 
made h e r s e l f v e r y a v a i l a b l e t o f a m i l i e s by n i g h t a n d by d a y , she h a d 
c e r t a i n e x p e c t a t i o n o f l i m i t s o f t h a t r e l a t i o n s h i p . T h e r e i s , f o r 
e x a m p l e , a t r e n d i n vogue f o r s o c i a l w o r k e r s to be on c h r i s t i a n name 
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t e r m s w i t h t h e i r c l i e n t s . A l t h o u g h t h e r e may be a d v a n t a g e s i n t h i s 
p r a c t i c e , t he d i s a d v a n t a g e i s t h a t t h e o t h e r r o l e s s u c h as a u t h o r i t y 
a n d c o n s u l t a n c y may be mora d i f f i c u l t to c o m p r e h e n d i f t h e r e i s t o o 
much f a m i l i a r i t y . I t c a n be a r g u e d w h a t i s i n a name, b u t c e r t a i n l y 
t h e use o f a surname i s l i k e l y t o r e i n f o r c e t h e a u r a o f e x p e r t i s e . 
U n l i k e the o t h e r s o c i a l w o r k e r s i n t he p a e d i a t r i c d e p a r t m e n t , t h i s one 
a l w a y s a d d r e s s e d a l l a d u l t c l i e n t s by t h e i r su rname and h a d an e x p e c t a -
t i o n t h a t t h e y w o u l d s i m i l a r l y a d d r e s s h e r . O n l y H r . K e n d a l l i n t he 
l a s t i n t e r v i e w u s e d h e r c h r i s t i a n name and ha was r e p r i m a n d e d f o r d o i n g 
so by h i s w i f e . S i m i l a r l y a l l d o c t o r s and n u r s e s w e r e a d d r e s s e d 
f o r m a l l y when i n t he p r e s e n c e o f p a t i e n t s and c l i e n t s a l t h o u g h c h r i s t i a n 
names w e r e f r e q u e n t l y used i n t h e w a r d k i t c h e n o r S i s t e r ' s o f f i c e . Any 
p e r s o n a l i n f o r m a t i o n a s k e d o f t he s o c i a l w o r k e r was a l w a y s g i v e n , b u t 
n e v e r e x p a n d e d u p o n . H r s . R o b e r t s a s k e d i f she had any c h i l d r e n and 
M r s . F r e e s t o n e a s k e d i f t h e d o c t o r she had h e a r d o f w i t h t he same name 
was r e l a t e d i n any w a y . 
t i / i t h i n t he c o n s t r a i n t s o f t h i s a s p e c t o f a f o r m a l i s e d r e l a t i o n s h i p 
t h e r e w e r e many o t h e r p a r t s w h i c h w e r e v e r y i n f o r m a l a n d s e e m i n g l y 
f a i r l y u n i n h i b i t e d , p a r t i c u l a r l y i n r e l a t i o n s h i p s w i t h t h e c h i l d r e n . 
The s o c i a l w o r k e r e n j o y e d b e i n g w i t h c h i l d r e n a n d s p e n t q u i t e a l o t o f 
t i m e on the w a r d p l a y i n g w i t h t h e m . S t e p h e n A r c h e r was i n h o s p i t a l on 
many o c c a s i o n s and p e r h a p s more t h a n any o t h e r c h i l d i n t he s a m p l e . 
Uhen he was w e l l he w o u l d r a c e a r o u n d and l a n d the odd p u n c h o r t w o ; 
when he was p o o r l y he j u s t w a n t a d somebody t o s i t and c u d d l e h i m . Ha 
f r e q u e n t l y had c o n v u l s i o n s and whan he came r o u n d ha a l w a y s a sked f o r 
c o r n f l a k e s . I t was a n i m p o r t a n t p a r t o f t he s o c i a l w o r k t a s k t o t a k e 
h i m t o t he k i t c h e n and p r o v i d e h i m w i t h a b o w l o f c a r a a l s . Ha gave 
h a r many k i s s e s d u r i n g t h e s e s e s s i o n s and i t was a v a l u a b l e y a r d s t i c k 
t o measure how i l l he w a s . Uhen S t e p h e n was w e l l he d i d n o t e n j o y 
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t o o much k i s s i n g ; whan ha was f e e l i n g i l l the k i s s e s w e r e p r o l i f i c . 
An a n a l y s i s o f the ca se r e c o r d i n g r e v e a l e d t h a t , t o h e r s u r p r i s e , 
t h i s s o c i a l w o r k e r u sed a l o t o f t o u c h i n h e r c o m m u n i c a t i o n s w i t h 
c l i e n t s ! O f t e n a l l t h a t s i c k c h i l d r e n seek o f a d u l t s i s t o be c u d d l e d , 
t o have t h e i r hands h e l d o r an a r m a r o u n d t h e i r s h o u l d e r . I n t i m e s o f 
s t r e s s when an a d u l t may be g r i e v i n g t r e m e n d o u s l y i t i s n o r m a l f o r t h a t 
p e r s o n t o r a g r e s s t o a more c h i l d l i k e p a t t e r n . o f b e h a v i n g and s i m i l a r l y 
t o r e s p o n d t o the c o m f o r t o f a s h o u l d e r t o c r y o n , a n arm to s u p p o r t h i m 
o r a hand t o h o l d , When P e t e r S t e p h e n ' s g r a n d m o t h e r was t o l d o f h i s 
c o n d i t i o n she t o o k h o l d o f t he s o c i a l w o r k e r ' s h a n d . A f t e r S a r a h R o b e r t s 
had d i e d he r m o t h e r c o u l d o n l y r e s p o n d t o t h e s o c i a l w o r k e r ' s a rm a r o u n d 
h e r s h o u l d e r . M r s , K e n d a l l b r o k e down when t h e d o c t o r s w e r e h a v i n g 
p r o b l e m s i n g e t t i n g t h e n e e d l e s i n t o S h a r o n ' s v e i n s and whan the s o c i a l 
w o r k e r p u t h e r arm a r o u n d h e r she l e a n e d a g a i n s t h e r and w e p t , Uhan t h e 
s o c i a l w o r k e r q u i e t l y s u g g e s t e d t o M r . K e n d a l l t h a t he t o o k o v e r t h e 
h o l d i n g and c o m f o r t i n g i t was t o have a n ou t come o f g r e a t e r s i g n i f i c a n c e 
t h a n the s o c i a l w o r k e r r e a l i s e d a t t h e t i m e . T h a t a f t e r n o o n t h e y w e n t 
home and w a n t t o bed t o g e t h e r f o r t h e f i r s t t i m e f o r many w e e k s , M r . 
Green was t he o n l y f a t h e r t o whom the s o c i a l w o r k e r a c t u a l l y , r a t h e r t h a n 
m e t a p h o r i c a l l y , o f f e r e d a s h o u l d e r t o weep u p o n and t h i s m i g h t have been 
t h e s o c i a l w o r k e r ' s c u l t u r a l norms o v e r r i d i n g e m o t i o n e l n e e d . P e r h a p s 
t h e o n l y t i m e when t h e s o c i a l w o r k e r had any q u a l m s a b o u t t h e use o f 
t o u c h was i n he r w o r k w i t h Norman F r e e s t o n e , I n t he 18 m o n t h s t h a t she 
was w o r k i n g w i t h t he f a m i l y , Norman p h y s i c a l l y m a t u r e d t h r o u g h p u b e r t y 
w h i l e s i m u l t a n e o u s l y he m e n t a l l y r e g r e s s e d a n d as a r e s u l t h i s b e h a v i o u r 
was f a i r l y u n i n h i b i t e d . The e a r l y g e n t l e t a k i n g h o l d o f t he s o c i a l 
w o r k e r ' s hand when ha was w a l k i n g and became u n s t e a d y , c h a n g e d t o 
i n c i d e n t s o f heavy p a w i n g and s t r o n g p h y s i c a l c o n t a c t w b i c h r e q u i r e d a 
f a i r l y p h l e g m a t i c p r o f e s s i o n a l r e s p o n s e t o be c u l t i v a t e d . 
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A l l tha p r a c t i c a l t h i n g s w h i c h the s o c i a l w o r k e r d i d c o u l d be 
i n c l u d e d i n t h i s r o l e - the numerous c u p s o f tea made f o r g r i e v i n g 
p a r e n t s , a c t i n g a s c h a u f f e u r when no f a m i l y t r a n s p o r t was a v a i l a b l e , 
do ing some home v i s i t s idhen i t was e a s i e r f o r the p a r e n t s , c h a n g i n g 
n a p p i e s and g i v i n g c h i l d r e n d r i n k s . They may no t s p e c i f i c a l l y be r e c o g -
n i s e d a s tha c o r e o f s o c i a l work p r a c t i c e but they a r e the f a c i l i t a t i n g 
f a c t o r s i n r e l a t i o n s h i p f o r m a t i o n . 
An e x t r a c t from the c a s e r e c o r d i n g o f an i n t e r v i e w w i t h H r s , R o b e r t s 
the dey a f t e r S a r a h d i e d p e r h a p s r e f l e c t s s o m e t h i n g o f t h i s p a r t i c u l a r 
r o l e : 
"She s a i d t h a t i t was so much e a s i e r to t a l k to 
somebody o u t s i d e the f a m i l y who d i d n o t s t e e r h e r 
away from ' t h e t h i n g s she wanted to t a l k a b o u t b u t 
w h i c h made her c r y ' * She a g a i n spoke o f how s h e 
had f e l t when I had w a l k e d i n t o the room the n i g h t 
b e f o r e ; she had been so g l a d to s e e ma b u t had f e l t 
a l l her g r i e f w e l l i n g up w h i c h was why s h e had s a i d 
' d o n ' t say a n y t h i n g ' . When I had put my arm r o u n d 
her she knew t h a t I had u n d e r s t o o d . " 
n o s t o f tha examples from the r e c o r d i n g a r e o f the s o c i a l w o r k e r 
r e a c h i n g o u t to the f a m i l i e s . There a r e t imes when tha f a m i l i e s ware 
s e e k i n g the s o c i a l worker and making an o v e r t u r e to h e r . They c a l l e d 
i n to her o f f i c e and went to q u i t e e l a b o r a t e p r e p a r a t i o n s f o r home 
i n t e r v i e w s . 
( 5 ) E v a l u a t i n g R o l a 
F i n a l l y , t h e r e i s the e v a l u a t i n g r o l e . I t h a s been s t r e s s e d e a r l i e r 
t h a t the s o c i a l w o r k e r ' s c a s e r e c o r d i s a w o r k i n g t o o l and th roughout 
a l l the n o t e s t h e r e i s c o n s i d e r a b l e e v i d e n c e o f the s o c i a l w o r k e r w r i t i n g 
"memos to h e r s e l f " . There a r e comments a b o u t the way t h a t p e o p l e a r e 
b e h a v i n g and p o i n t e r s to f a c t o r s to w h i c h the w o r k e r s h o u l d be a l e r t e d . 
There a r e v a l u e l a d e n Judgements about p e o p l e , s t a t e m e n t s o f tha s o c i a l 
w o r k e r ' s r e a c t i o n to some p a t i e n t s and t h e r e a r e s u m m a r i e s o f where the 
w o r k e r t h i n k s tha c a s e i s a t and where she t h i n k s i t s h o u l d be h e a d i n g . 
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T h e r e a r e r e m i n d e r s o f t h i n g s u h i c h need to be done and d e a d l i n e s f o r 
c e r t a i n a c t i o n s to be a c h i e v e d . S u c h n o t e s o c c u r r e d much mora e x t a n s i u e l y 
i n the r e c o r d s o f the c a s e s i n Group A compared w i t h G r o u p s B and 
p e r h a p s b e c a u s e t h e r e were many mora f a c e t s o f the s y s t e m to h a n d l e and 
keep t a b s upon. C h i l d r e n who were i m p a i r e d and p l a c e d i n Group C d i d 
not haue the e x t r a h a n d i c a p p i n g f e a t u r e s so fewer l i n k s had to be made 
w i t h o t h e r n e t w o r k s . S i m i l a r l y w i t h the f a m i l i e s whose c h i l d d i e d , the 
c o n t a c t was more s h a r p l y d e l i n e a t e d and g e n e r a l l y o f s h o r t e r d u r a t i o n ^ 
and t h e r e was not f e l t to ba a need to keep c u r r e n t t h i n k i n g l i n k e d w i t h 
f o r w a r d p l a n n i n g . 
The n o t e s p r o v i d e d e v i d e n c e o f a p p r a i s a l and e v a l u a t i o n w i t h tha 
p a r e n t s and feedback from them a t s t a g e s i n the c a s e deve lopment were 
r e c o r d e d . A more major a t t e m p t a t e v a l u a t i o n was to coma w i t h the 
q u e s t i o n n a i r e comple ted a y e a r a f t e r t h e i r f i r s t c o n t a c t , b u t , p r i o r to 
t h i s , where p a r e n t s s p o n t a n e o u s l y made comments a b o u t the s e r v i c e t h e s e 
w e r a w r i t t e n down. H r s . U i l l i a m s ment ioned t h a t she thought the s o c i a l 
w o r k e r was wrong to r a i s e the i s s u e o f a postmortem on the t e l e p h o n e , 
and a l s o s a i d t h a t she f e l t the h o s p i t a l pu t p r e s s u r e upon her to go to 
s e e S u s a n and she thought t h i s was q u i t e w r o n g . These comments made 
the s o c i a l worker p a r t i c u l a r l y c a r e f u l i n h a n d l i n g t h e s e two a r e a s w i t h 
s u b s e q u e n t p a r e n t s . When p a r e n t s made comments about c o l l e a g u e ' s 
p e r f o r m a n c e s the s o c i a l w o r k e r was v e r y c a r e f u l n o t to a g r e e w i t h any 
o f the c r i t i c i s m s t h a t ware a d v e r s e , nor d i s a g r e e w i t h any w h i c h were 
c o m p l i m e n t a r y . 
C . T E A r ^ O R K AND SOLD UDRK 
( 1 ) Teamwork 
The c o r e a s s u m p t i o n o f an I n t e g r a t e d a p p r o a c h i s t h a t p r o f e s s i o n a l 
a c t i o n i s i n t e r a c t i o n a l r a t h e r than i n d i v i d u a l i s t i c w h i c h means t h a t 
i t c a n o n l y be implemented by groups w o r k i n g a s a team r a t h e r than 
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a s s e p a r a t e i n d i v i d u a l s . A team i n t h i s s e n s e i s a group w i t h a 
d i s t i n c t s t r u c t u r e , i d e n t i t y and way o f F u n c t i o n i n g . Hembars b e l o n g 
to i t by v i r t u e o f t h e i r r o l e s and the r e s o u r c e s they o f f e r , b u t need 
to be a b l e to d e m o n s t r a t e f l e x i b i l i t y to s h i f t r o l e s i f the need a r i s e s . 
I t i s a r e c o g n i t i o n t h a t a n i n d i v i d u a l c a n n o t do e v e r y t h i n g a l l o f the 
t i m e , nembars need to be c o m p e t e n t i n i n t e r p e r s o n a l r e l a t i o n s h i p s and 
to be a b l e to work h a r m o n i o u s l y and e f f i c i e n t l y to f u r t h e r the w o r k . 
I t may need to engage i n j o i n t s u p p o r t i n b u i l d i n g up e x p e r t i s e to t a c k l e 
b r o a d e r s t r a t e g i e s o f i n t e r v e n t i o n , 
K a n e ' s ( 1 9 7 5 ) d e f i n i t i o n o f teamwork r e q u i r e s t h r e e c o n d i t i o n s , 
i . e . ( 1 ) a common team p u r p o s e , ( 2 ) d i s t i n c t r o l e s f o r team members 
toward a c h i e v i n g the common p u r p o s e , and ( 3 ) a c o m m u n i c a t i o n method 
among team members. A l l t h e s e c o n d i t i o n s would be met by a type o f 
p r a c t i c e w h i c h E v a n s ( 1 9 7 8 ) has d e f i n e d a s an i n d i v i d u a l form o f team-
work . I t i s a group o f p e o p l e who have a common i n t e r e s t a r e a but who 
d i v i d e the work w i t h i n i t and take p e r s o n a l r e s p o n s i b i l i t y f o r t h e i r 
own s e c t o r p o s s i b l y w i t h v e r y l i t t l e i n t e r c o m m u n i c a t i o n g o i n g on between 
a l l the p a r t s . E v a n s r e l a t e d t h i s model to the o r g a n i s a t i o n o f s o c i a l 
work w i t h i n s o c i a l s e r v i c e s b u t i t m ight be e q u a l l y r e l e v a n t to a 
h o s p i t a l s e t t i n g . 
M e d i c a l s o c i a l work i s u s u a l l y a l l o c a t e d on the b a s i s o f one w o r k e r 
a t t a c h e d to one or more c o n s u l t a n t f i r m s . " f i r m " i s the m e d i c a l j a r g o n 
fo r the h i e r a r c h y o f c o n s u l t a n t s , r e g i s t r a r s and houseman who work to 
one s p e c i a l i s m . From them, and from the n u r s i n g s t a f f w o r k i n g on the 
wards i n w h i c h the c o n s u l t a n t has h i s b e d s , the s o c i a l w o r k e r p i c k s up 
r e f e r r a l s o f v a r i o u s prob lems f o r w h i c h p r o f e s s i o n a l h e l p might be 
o f f e r e d . There may be o p p o r t u n i t i e s fo r i n t e r p r o f e s s i o n a l d i s c u s s i o n 
and t imes when p a t i e n t s may be s e e n j o i n t l y , b u t more g e n e r a l l y , the 
problem a r e a i s a p p o r t i o n e d and the work upon i t i n d i v i d u a l i s e d . 
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I f the t h i n k i n g beh ind an I n t e g r a t e d a p p r o a c h u a s to be a p p l i e d 
i n the p r e s e n t p r o j e c t then the e x p e r i m e n t r e q u i r e d the m e d i c a l s t a f f 
to move from the model o f an i n d i u i d u a L i s e d form o f teamwork w i t h w h i c h 
they u e r e d e v e l o p i n g a f a m i l i a r i t y to a model o f j o i n t teamuork , w h i c h 
n o t o n l y was a l i e n to them but was b e i n g r e q u e s t e d by somebody who was 
n o t p a r t o f the h o s p i t a l s t a f f and w i t h whom they had n o t p r e v i o u s l y 
w o r k e d * 
The p r e v i o u s s e c t i o n has i n d i c a t e d the v a r i o u s i n t e g r a t i v e and 
l i a i s i n g a c t i v i t i e s o f the s o c i a l w o r k e r w h i c h were d i r e c t e d to k e e p i n g 
c o m m u n i c a t i o n c h a n n e l s o p e n , e n a b l i n g p e o p l e to be p a r t y to r e l e v a n t 
d a t a a n d , a t t i m e s , a p p l y i n g p r o f e s s i o n a l c l o u t whan o b s t r u c t i o n s to 
p r o c e s s e s seamed to be d e v e l o p i n g . There was l i t t l e t o s u g g e s t t h a t 
t h i s p a r t i c u l a r a c t i v i t y f a c i l i t a b ^ ' d teamwork or t h a t a l l the members 
c o l l e c t i v e l y threw a l l t h e i r e x p e r t i s e beh ind some c o n s i d e r e d e n d e a v o u r . 
To some e x t e n t i t happened when the s o c i a l worker o r c h e s t r a t e d the 
n e g o t i a t i o n s c o n c e r n i n g S t e p h e n A r c h e r ' s s c h o o l e n t r a n c e but t h i s was 
r a r e . There were o c c a s i o n s when s o m e t h i n g c l o s e l y a p p r o x i m a t i n g the 
j o i n t model o c c u r r e d but many more t imes when team members were a c t i n g 
a s i n d i v i d u a l s somet imes a p p r o p r i a t e l y and more o f t e n i n ways t h a t were 
n o t e n t i r e l y d e s i r a b l e . 
The j o i n t modal was p e r h a p s b e s t d e v e l o p e d i n the r e f e r r a l s i t u -
a t i o n or i n w o r k i n g w i t h f a m i l i e s where the d e a t h o f a c h i l d was the 
l i k e l y outcome. I t was l e s s l i k e l y to o c c u r i n a q u i c k l y c h a n g i n g 
m e d i c a l s i t u a t i o n f o r the o b v i o u s r e a s o n t h a t the r a p i d i t y o f cnange 
o f t e n n e c e s s i t a t e s speed o f a c t i o n w h i c h does n o t a l l o w f o r t i m e -
consuming communicat ing to take p l a c e . Another f a c t o r might be when 
a p r o f e s s i o n a l d i d not f e e l v e r y c o n f i d e n t i n wha t ne had to do and 
d i d n o t w i s h to expose t h i s to a c o l l e a g u e . T h i s i s most l i k e l y to 
have oeen the r e a s o n why S u s a n W i l l i a m s * p a r e n t s were t o l d oy the 
houseman i n advance o f the s o c i a l w o r k e r ' s a r r i v a l , a l t h o u g h i t was 
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known t h a t she was on her way i n t o the h o s p i t a l . 
The p r o c e d u r e fo r the i n i t i a l t a i l i n g s i t u a t i o n h a s been e x p l a i n e d 
i n more d e t a i l e l s e w h e r e , and t h i s was p r o b a b l y where teamwork was a t 
i t s most e f f e c t i v e . The p a r e n t s were s e e n t o g e t h e r by the c o n s u l t a n t 
and the s o c i a l w o r k e r , somet imes J o i n e d by tha J u n i o r m e d i c a l s t a f f and 
the ward s i s t e r . The v a l u e o f t h i s was t h a t the team was p a r a d e d a s a 
whole and o f f e r e d to the p a r e n t s a s a h e l p i n g r e s o u r c e . I t emerged l a t e r 
t h a t the r o l e o f the s o c i a l worker was l e s s b a f f l i n g to the p a r e n t s i f 
she was f i r s t e n c o u n t e r e d i n tha team s i t u a t i o n r a t h e r than a s a s o l o 
w o r k e r a t a l a t e r s t a g e . The i m p o r t a n c e to the s o c i a l w o r k e r o f b e i n g 
a t t h a t o p e n i n g e n c o u n t e r was t h a t she h e a r d e x a c t l y the m e d i c a l i n f o r -
m a t i o n t h a t was g i v e n to tha p a r e n t s and was a b l e s u b s e q u e n t l y to r e i n -
f o r c e t h i s w h i c h was an i m p o r t a n t a s p e c t o f teamwork. 
Team c o n s u l t a t i o n o c c u r r e d q u i t e f r e q u e n t l y and p a r t i c u l a r l y so when 
a bereavement was imminent . No m a t t e r how many t imes one has done i t , nor 
how remote one i s from the s i t u a t i o n , t e l l i n g p a r e n t s t h a t t h e i r c h i l d i s 
go ing to d i e i s one o f the most h a r r o w i n g o f p r o f e s s i o n a l t a s k s . For 
t h o s e p r o f e s s i o n a l s who were p a r e n t s t h e m s e l v e s i n e v i t a b l y t h e r e was a 
s l i g h t d e g r e e o f i d e n t i f i c a t i o n . Tha s o c i a l w o r k e r f e l t t h a t i t was tha 
j o i n t s u p p o r t o f a n o t h e r p r o f e s s i o n a l i n go ing i n t o t h i s s i t u a t i o n w h i c h 
e n a b l e d a mora c a r i n g and i n v o l v e d s t r a t e g y o f i n t e r v e n t i o n and t h i s view 
was s h a r e d by one o f the r e g i s t r a r s and tha housemen, and p o s s i b l y o t h e r s 
but they d i d not say s o . 
E v e r y member o f the team f e l t saddened by the d e a t h o f R i c h a r d Thorpe , 
a b e a u t i f u l f a i r h a i r e d two y e a r o l d whom wa n e v e r knew i n a c o n s c i o u s 
s t a t e . Over soma 30 hours the team o f four had much c o n t a c t w i t h the 
s o r r o w i n g p a r e n t s and g r a n d p a r e n t s and ware a b l a to l e t t h e m s e l v e s ge t 
c l o s e b e c a u s e there was so much mutua l s u p p o r t . The day S i s t e r on the 
I n t e n s i v e C a r a U n i t s a i d to the s o c i a l w o r k e r when she had gone i n 
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e a r l y i n the m o r n i n g , " I f y o u ' r e the s o c i a l worker thank goodness y o u ' v e 
come; t h e y ' r e i n a t e r r i b l e s t a t e . " T h i s may ba i n t e r p r e t e d a s a way o f 
s a y i n g t h a t they were doing e v e r y t h i n g t h a t was m e d i c a l l y p o s s i b l e but 
t h a t f u r t h e r r o l e f u n c t i o n i n g w i t h i n the team was n e e d e d . Onca t h a t was 
a c h i e v e d the work w i t h the f a m i l y a s a whole burgeoned . Mr. Thorpe c o u l d 
no t s e t t l e i n one p l a c e for any l e n g t h o f t ime and had r e s t l e s s l y to keep 
w a l k i n g around the U n i t . The n u r s e s t r i e d to p e r s u a d e him to go o u t or 
to s i t on a c h a i r b u t when the s o c i a l w o r k e r e x p l a i n e d to them the 
n e c e s s i t y f o r h i s h y p e r a c t i v i t y they were r e a d i l y a b l e to accommodate 
t h i s w i t h i n t h e i r n u r s i n g a c t i v i t y . A f t e r the e l e c t r o e n c e p h a l o g r a m had 
shown t h a t t h e r e was no b r a i n a c t i v i t y the t i m i n g o f s w i t c h i n g o f f the 
v e n t i l a t o r was f u l l y d i s c u s s e d by the c o n s u l t a n t , r e g i s t r a r and s o c i a l 
w o r k e r . The p a r e n t s had gone home f o r a b r e a k and a l t h o u g h i t was q u i t e 
i n c o n v e n i e n t to the c o n s u l t a n t to w a i t he a g r e e d to do s o , r a t h a r than 
s e n d tha p o l i c e round to the house w h i c h would d i s t r e s s tha p a r e n t s even 
m o r e . oJe e x p e c t e d t h a t they wou ld meet t h e i r o t h e r son from s c h o o l and 
then r e t u r n to the h o s p i t a l and t h i s , i n f a c t , they d i d . 
J o i n t i n t e r v i e w i n g o f t e n stemmed from the team c o n s u l t a t i o n and 
a g a i n t h i s tended to o c c u r most f r e q u e n t l y w i t h b e r e a v e d f a m i l i e s . A t 
m i d n i g h t f o l l o w i n g S a r a h R o b e r t s ' d e a t h the r e g i s t r a r and the s o c i a l 
w o r k e r i n t e r v i e w e d both p a r e n t s f o r o v e r an hour and than took them to 
s a y goodbye to t h e i r l i t t l e d a u g h t e r . B e c a u s e i t happened i n r e s p o n s e 
to an emergency , i t was no t and c o u l d no t have b e e n , a p l a n n e d i n t e r -
v i e w , but by t h i s s t a g e i n tha e x p e r i m e n t t h e s e two p r o f e s s i o n a l s f e l t 
v e r y c o m f o r t a b l e i n w o r k i n g w i t h e a c h o t h e r and had d e v e l o p e d some 
e x p e r t i s e i n complementary r o l e s . When i t was known s u b s e q u e n t l y t h a t 
S a r a h had d i e d o f I n s t a n t C o t d e a t h the c o n s u l t a n t and tha s o c i a l 
w o r k e r went t o g e t h e r to t a l l the p a r e n t s a t home. A l l too f r e q u e n t l y 
p a r e n t s have been summoned to tha h o s p i t a l to s a v e m e d i c a l t ime; i n 
172 
t h i s s i t u a t i o n t h e r e was a r e c o g n i i i o n o f c a l l i n g t h e s e p a r e n t s b a c k to 
the p l a c e so soon a f t e r the h o r r o r o f t h e i r l a s t v i s i t and t h e r e f o r e a 
w i l l i n g n e s s to go o u t to thara. Uhen Norman F r e e s t o n e became d i f f i c u l t 
to c o n t r o l i n an o u t p a t i e n t c l i n i c the c o n s u l t a n t and the s o c i a l worker 
a g r e e d t h a t i n f u t u r e they would s e a him a t h i s home. Thase f r e q u e n t 
J o i n t v i s i t s i n a d d i t i o n to making l i f e e a s i e r f o r the f a m i l y , a l s o p r o -
v i d e d an o p p o r t u n i t y f o r Norman to be s e e n i n h i s f a m i l i a r s e t t i n g . 
J o i n t i n t e r v i e w i n g i n one f a m i l y s i t u a t i o n was c a r r i e d o u t by the 
s o c i a l worker and a c o n s u l t a n t who was n o t p a r t o f the p a e d i a t r i c taam. 
n r s . U r i g l e y ' s m e d i c a l c o n d i t i o n r e q u i r e d h e r to have r e g u l a r c o n s u l t -
a t i o n s w i t h the n a v a l p s y c h i a t r i s t and ha i n v i t e d the s o c i a l w o r k e r to 
j o i n them. T h i s e n a b l e d him to keep i n touch w i t h Amanda 's m e d i c a l 
s i t u a t i o n and made i t p o s s i b l e fo r the s o c i a l worker to be f u l l y aware 
o f the l i m i t a t i o n s i n p a r e n t a l f u n c t i o n i n g c a u s e d by t h i s s e r i o u s i l l -
n e s s . I t was not teamwork a s p r e v i o u s l y d e s i g n e d b u t an i n d i c a t i o n o f 
how f a r the network o f communica t ion h a s to be e x t e n d e d to i n v o l v e 
a f f e c t i v e l y a l l a s p e c t s o f p r o f e s s i o n a l i n v o l v e m e n t w i t h one f a m i l y 
s i t u a t i o n . 
Another v a r i a t i o n o f j o i n t i n t e r v i e w i n g was f o r the s o c i a l w o r k e r 
to s e a t o g e t h e r two mothers w i t h whom she was w o r k i n g and who had formed 
a f r i e n d s h i p w h i l e they were both on the ward c a r i n g for t h e i r c h i l d r e n . 
D u r i n g t h i s p e r i o d t h a s e mothers became c l o s e c o m p a n i o n s , d i s c u s s e d 
t h e i r c h i l d r e n ' s m e d i c a l s i t u a t i o n s and g e n e r a l l y s u p p o r t e d e a c h o t h e r 
through v a r i o u s c r i s e s . H r s . K a k e r and H r s . Farmer were a l o n e t o g e t h e r 
i n the m o t h e r s * room when the s o c i a l w o r k e r went to the w a r d , and i t 
seemed a p p r o p r i a t e to i n t e r v i e w them t o g e t h e r . I t was a u s e f u l s e s s i o n 
i n w h i c h c o m p a r i s o n s and c o n t r a s t s were e l i c i t e d and e a c h was a b l e to 
e x p r e s s some a n x i e t y about the t r e a t m e n t , w h i c h they migh t not have 
been a b l e to do w i t h o u t f e l l o w s u p p o r t . S u c h c o n t a c t s were not a l w a y s 
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s u c c e s s f u l however , a l t h o u g h ["Ir, P a r k e r was keen to meet o t h e r p a r e n t s 
o f c h i l d r e n w i t h F i o n a ' s c o n d i t i o n whan I i n t r o d u c e d him and h i s w i f e 
to n r , and M r s , Cann ( h a v i n g e a r l i e r s o u g h t t h e i r p e r m i s s i o n to do s o ) 
d u r i n g an o u t p a t i e n t c l i n i c , the meet ing d i d not a p p e a r to a c h i e v e any 
o f the t h i n g s fo r w h i c h Mr. P a r k e r had h o p e d , Plr, Cann bias r e l u c t a n t 
to a x t e n d the c o n t a c t beyond the i n t c o d u c t i o n and saw no p u r p o s e i n 
m i x i n g w i t h p a r e n t s who were s i m i l a r l y p l a c e d , nor i n compar ing the 
m i l e s t o n e s i n t h e i r d a u g h t e r s * r e s p e c t i v e d e v e l o p m e n t s t a g e s . The 
mothers t a l k e d t o g e t h e r q u i t e a m i c a b l y b u t o b v i o u s l y i t t^as to be a n 
i s o l a t e d o c c a s i o n and the s o c i a l w o r k e r d i d n o t p r o c e e d any f u r t h e r w i t h 
t h i s c o n t a c t . 
P e r h a p s one o f the s e c o n d a r y d e v e l o p m e n t s from the teamwork a p p r o a c h 
w a s an a p p a r e n t g r e a t e r w i l l i n g n e s s f o r the c o n s u l t a n t s to i n v o l v e the 
e x t e n d e d f a m i l y i f thay s o w i s h e d . T r a d i t i o n a l l y m e d i c a l e t i q u e t t e has 
tended to c o n f i n e d i s c u s s i o n to tha immedia ta n e x t o f k i n , A husband 
a l o n e would ba t o l d o f h i s w i f e ' s m e d i c a l c o n d i t i o n , p a r e n t s would be 
g i v e n i n f o r m a t i o n about t h e i r c h i l d . As the p a e d i a t r i c i a n a moved t o -
w a r d s I n v o l v i n g o t h a r p r o f e s s i o n a l s i n t h e i r I m p o r t a n t i n f o r m a t i o n g i v i n g 
s e s s i o n s thay tended to move away from a p a t t e r n o f e x c l u d i n g the o t h e r 
r e l a t i v e s * I f young p a r e n t s a r a s i t t i n g w i t h t h e i r own p a r e n t s and i n -
l a w s then i t makes s e n s e to s h a r e the c r i t i c a l i n f o r m a t i o n w i t h them 
a s a g r o u p . The same argument c o u l d be a p p l i e d a s the one used to 
J u s t i f y the s o c i a l w o r k e r ' s p r e s e n c e . P a r e n t s i n a s h o c k e d s t a t e 
" h e a r " o n l y a s m a l l p a r t o f what they a r e t o l d . The r e l a t i v e s , a l -
though s h o c k e d t h e m s e l v e s may n o t be q u i t e so e m o t i o n a l l y i n v o l v e d and 
a r e more l i k e l y to " h e a r " and s u b s e q u e n t l y r e i n f o r c e wha t has been s a i d . 
Both s o t s o f Samantha F i e l d ' s g r a n d p a r e n t s w e r a i n c l u d e d i n the l a t e r 
d i s c u s s i o n s and g r a n d p a r e n t s and an a u n t h e a r d D r . Oones s u g g e s t t h a t 
the v e n t i l a t o r s h o u l d be turned o f f and K e i t h s h o u l d be a l l o w e d to 
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d i e i n p e a c e . A l t h o u g h P e t e r S t e p h e n ' s grandmother was i n the h o s p i t a l 
s h e d i d n o t coma up w i t h the p a r e n t s to s e e tha c o n s u l t a n t . F o l l o w i n g 
H r s . S t e p h e n s ' r e q u e s t t h a t we t o l d her b e c a u s e she was too c l o s e to her 
to do so h e r s e l f , we i n c l u d e d t t h a grandmother i n e l l the s u b s e q u e n t 
s e s s i o n s . 
( 2 ) S o l o Work 
I t i s i m p o r t a n t to s t r e s s t h a t i t would have been q u i t e i n a p p r o p -
r i a t e fo r e v e r y i n t e r v i e w to be J o i n t . T h i s would have bean enormous ly 
e x t r a v a g a n t o f p r o f e s s i o n a l t ime and would have n e g a t e d the v a l u e o f the 
d i f f e r e n t r o l e s end r e s o u r c e s . Tha v a l u e o f teamwork i s i n the u n d e r -
s t a n d i n g o f the member 's i n d i v i d u a l c o n t r i b u t i o n s and a r e c o g n i t i o n t h a t 
t h e s e o f t e n w i l l be c a r r i e d s i n g l e - h a n d e d . B u t the c o n c e p t o f teamwork 
depends upon the a b i l i t y to i n t e g r a t e the p a r t s i n a h o l i a t i c way a t ' t t h a 
c r u c i e l s t a g e s . I t would be a b a r r i e r to c o m m u n i c a t i o n i f on e v e r y 
o c c a s i o n the whole team had to be a s s e m b l e d b e f o r e a n y t h i n g c o u l d be s a i d 
o r done. E q u a l l y the group g a t h e r i n g t o g e t h e r c o u l d be t a k e n by the 
p a r e n t s a s a s i g n h e r a l d i n g doom and d e s p a i r . P a r e n t s c a n be v e r y p e r -
c e p t i v e and i t soon was r e c o g n i s e d t h a t the l a r g e r the team the g r e a t e r 
the s i g n i f i c a n c e o f the i n f o r m a t i o n . 
I t h a s been ment ioned e l s e w h e r e t h a t on o c c a s i o n s when the c o n s u l t a n t 
gave the f i r s t i n f o r m a t i o n a b o u t the m e d i c a l c o n d i t i o n to the p a r e n t s on 
t h e i r own, i t was d i f f i c u l t s u b s e q u e n t l y f o r the s o c i a l w o r k e r to become 
c o m p l e t e l y f a m i l i a r w i t h tha s i t u a t i o n . Hore s i g n i f i c a n t were the r a r e 
t imes when the c o n s u l t a n t gave i n f o r m e t i o n to o n l y one p a r e n t w h i c h a t 
the time c a u s e d c o n a i d e r a b l e d i s t r e s s e n d u l t i m e t e i y r a s e n t n i m t by the: 
p a r e n t s acid* to some e x t e n t the s o c i a l w o r k e r ( e . g . C a n n s ) . From the 
e a r l i e s t c o n t a c t s w i t h Mr. and M r s . Cann i t was v a r y c l e a r t h a t they 
were a c l o s e l y i n t e r a c t i n g p a r t n e r s h i p b u t one i n w h i c h the husband took 
the dominant r o l e . R r s . Cann l e a n e d on him f o r s u p p o r t and f o r 
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d e c i s i o n mak ing . C l e a r l y i t was i l l - a d v i s e d s o l o work to s e l e c t o u t 
the w i f e a l o n e and to t e l l har t h a t her newly d e l i v e r e d d a u g h t e r was 
permanent ly h a n d i c a p p e d . P e r h a p s tha p r o b l e m s were f u r t h e r compounded 
by the f a c t t h a t to tha s o c i a l w o r k e r t h i s c o n s u l t a n t seamed the l e a s t 
c o m f o r t a b l e o f the t h r e e i n t e l l i n g p a r e n t s a b o u t t h a t p a r t i c u l a r c o n -
d i t i o n . T h i s was someth ing w h i c h she d i s c u s s e d w i t h him a t one s t a g e , 
b e c a u s e i n t a l k i n g about Down's syndrome, he seemed to ba q u i t e d i f f e r e n t 
to what he was when ha d i s c u s s e d , a s an e x a m p l e , m e n i n g i t i s . He was 
s u r p r i s e d to l a a r n t h a t h i s a p p r o a c h d i d seam to v a r y , a s ha was to ba 
t o l d t h a t tha Canns wera d i s t r e s s e d a b o u t n o t h a v i n g been t o g e t h e r when 
the news had to be g i v e n to them. T h a i r s i t u a t i o n o b v i o u s l y c a l l e d f o r 
g r e a t e r s k i l l s than one p r o f e s s i o n a l p e r s o n c a r r i e d . In due c o u r s e , 
many mora h o u r s o f p r o f e s s i o n a l t ima had to be s p e n t i n r e t r i e v i n g the 
s i t u a t i o n and e v e n then t h i s was n e v e r v e r y s a t i s f a c t o r y . 
I n o t h a r c a s e s , some i n f o r m a t i o n was g i v e n i n the f i r s t i n s t a n c e by 
the c o n s u l t a n t ( e . g . Fraestonegi , P r i c e s , A r c h e r s ) but a t the same t i m e , 
a J o i n t i n t e r v i e w f o r much f u l l e r d i s c u s s i o n was a r r a n g e d . 
A l t h o u g h the d o c t o r s were w i l l i n g to a c c e p t t h a t g e n e r a l l y t a i l i n g 
one p a r e n t a l o n e was not d e s i r a b l e t h e r e were s i t u a t i o n s where t h i s was 
n e c e s s a r y , f^rs. R i c h a r d s o n was l i v i n g a p a r t from her h u s b a n d , and 
a l t h o u g h ha came to s e e the baby , h i s w i f e d i d no t a l l o u i him to be much 
i n v o l v e d . H r . Dark and n r . Cox wera both i n the Navy and no t i m m e d i a t e l y 
a v a i l a b l e a t tha c r i s i s p o i n t , f i r . G r e e n d i s l i k e d h o s p i t a l s and a f t e r 
tha i n i t i a l t e l l i n g s i t u a t i o n a v o i d e d coming i n . H r s . P r o c t o r was t o l d 
on har own and r e t r o s p e c t i v e l y s a i d she p r e f e r r e d i t t h a t way and than 
she c h o s e how and when to t a l l her h u s b a n d . He was a n o t h e r f a t h e r t ^ o 
d i s l i k e d the h o s p i t a l atTiosphere and came i n a s i n f r e q u e n t l y a s he 
c o u l d . 
An i m p o r t a n t a s p e c t o f the teams communica t ion i s tha r e c o r d i n g 
p r o c e s s . Tha c o n s u l t a n t and h i s j u n i o r d o c t o r s wro te n o t a s i n the 
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m e d i c a l r e c o r d s of the p a t i e n t . These were k e p t on the ward and were 
a v a i l a b l e to o t h e r s t a f f b u t n o t to the p a t i e n t s or t h e i r f a m i l i e s . The 
s o c i a l worker c o u l d look a t t h e s e and l e a r n the b a r e bones o f the m e d i c a l 
s i t u a t i o n . On ly r a r e l y d i d she w r i t e a n y t h i n g i n the m e d i c a l n o t e s b u t 
they were a v a i l a b l e to her i f she had some i m p o r t a n t i n f o r m a t i o n to a d d . 
S o c i a l work r e c o r d i n g was much more e x t e n s i v e and was h e l d i n the s o c i a l 
work d e p a r t m e n t . T h e o r e t i c a l l y i t s h o u l d be a v a i l a b i , e to the d o c t o r s ; 
i n p r a c t i c e , i t was not used by them. C o n s e q u e n t l y i t was i m p o r t a n t fo r 
the s o c i a l worker to take r e s p o n s i b i l i t y f o r s u m m a r i s i n g the s i g n i f i c a n t 
d a t a w h i c h she had and f o r making i t a v a i l a b l e to the d o c t o r s . U s u a l l y 
s u c h summaries would be c o n t a i n e d i n a l e t t e r to the c o n s u l t a n t and s u c h 
c o n t a c t s h e l p e d to l i n k s o l o work w i t h teamwork. 
Konop.ka ( 1 9 5 9 ) wrote t h a t teamwork i n a p r o f e s s i o n a l u n d e r t a k i n g 
demands h i g h competence o f e a c h i n d i v i d u a l team worker a s w e l l a s the 
c a p a c i t y to use t h i s competence i n a j o i n t u n d e r t a k i n g . Krakow ( 1 9 6 4 ) 
r e f e r r e d to i t a s a p r o c e s s i n v o l v i n g " j o i n t t h i n k i n g and p l a n n i n g by 
the s o c i a l worker and the d o c t o r on the p a t i e n t ' s b e h a l f . " 
E a r l i e r i n t h i s a c c o u n t ( p . 1 0 ) ) t h e r e has been r e f e r e n c e to the two 
o p p o s i n g p a t t e r n s o f teamwork a s d e s c r i b e d by K a n e , i . e . " c o - o r d i n a t e " 
and " i n t e g r a t i v e " and a r e c o g n i t i o n t h a t i n t h i s s e t t i n g the tearmjork 
was o f a c o - o r d i n a t e k i n d . I n many r e s p e c t s i t f e l l s h o r t o f t h i s . The 
m e d i c a l " f i r m " i s a h i e r a r c h i c a l team, w e l l e s t a b l i s h e d w i t h i n the 
h o s p i t a l s o t t i n g and w i t h an a l m o s t o m n i p o t e n t c o n s u l t a n t a s l e a d e r . 
I t c a n o p e r a t e q u i t e a d e q u a t e l y w i t h a l l the m e d i c a l a s p e c t s o f h a n d i -
c a p and a l t h o u g h a s o c i a l w o r k e r would hope t h a t i t w i l l not be e q u a l l y 
c o m p e t e n t , i t c a n t a c k l e some o f the s o c i a l p rob lems a s w e l l * On the 
o t h e r h a n d , a s o c i a l worker i s c o m p l e t e l y l a c k i n g i n m e d i c a l s k i l l s and 
o f f e r s o n l y a s m a l l a r e a o f e x p e r t i s e i n the t o t a l prob lem s i t u a t i o n . 
P e r h a p s b e c a u s e o f t h i s s o c i a l w o r k e r s s e e k to p romote the teamwork 
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c o n c e p t to g i v e them s e c u r i t y to o p e r a t e . They may s e e k the m a n t l e o f 
m e d i c a l a u t h o r i t y by c l o s e l y a l i g n i n g t h e m s e l v e s to the d o c t o r s . 
I t was no t e a s y f o r t h i s s o c i a l w o r k e r to e s t a b l i s h a p o s i t i o n 
w i t h i n tha h o s p i t a l . She was not a p e r m a n e n t , s a l a r i e d member o f s t a f f . 
There was some r e s e n t m e n t a t her p r e s e n c e from the o t h e r s o c i a l w o r k e r s , 
and the d o c t o r s had e s t a b l i s h e d a way o f w o r k i n g w i t h tha s o c i a l w o r k e r s 
w h i c h i n i t i a l l y thay d i d no t s e e any need to m o d i f y . , I t c a l l e d f o r a 
s l i g h t l y i m p e r t i n e n t a p p r o a c h from the s o c i a l w o r k e r i n t h a t she s a i d 
she had a d d i t i o n a l e x p e r t i s e to o f f e r and i t would n e c e s s i t a t e her 
becoming more i n v o l v e d w i t h t h e i r work and the e s t a b l i s h m e n t o f a team. 
The p a r t o f tha work w h i c h the d o c t o r s tended to shun was the g i v i n g o f 
bad news, the management of peop le i n c r i s i s and the c o p i n g w i t h g r i e f . 
P e r h a p s t h i s was t h e i r A c h i l l a s h e e l bu t t h i s was where the s o c i a l w o r k e r 
got i n t o the a r e a of work and b e c a u s e what she c o n t r i b u t e d a p p e a r e d to 
be e f f e c t i v e , she was a l l o w e d more freedom to o p e r a t e . I t would have 
taken l o n g e r than the two y e a r s to r e a l l y a s t a b l i s h the teamwork c o n -
c e p t but the s e e d s ware sown and towards the end o f the r e s e a r c h p e r i o d 
t h e r e was e v i d e n c e on o c c a s i o n s o f i t w o r k i n g v e r y w a l l . 
D. CONFLICTS 
Under c e r t a i n s i t u a t i o n s c o n f l i c t s a r o s e . These c o n f l i c t s were o f 
the f o l l o w i n g k i n d s : -
( a ) between p a r e n t s 
( b ) between p a r e n t s and p r o f e s s i o n a l s 
( c ) between p r o f e s s i o n a l s . 
Those i n c a t e g o r y ( a ) were the most common. I n e v i t a b l y , where t h e r e 
had been d isharmony i n the m a r r i a g e the s t r e s s c r e a t e d by h a v i n g a h a n d i -
capped c h i l d p r e c i p i t a t e d f u r t h e r c o n f l i c t . T h i s was most i n e v i d e n c e i n 
two young n a v a l f a m i l i e s where i n e a c h c a s e a p r e g n a n c y , w h i c h had f o r c e d 
the p a r e n t s i n t o matr imoney , c u l m i n a t e d i n the b i r t h o f a s e v e r e l y h a n d i -
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capped c h i l d and g r e a t l y i n c r e a s e d the d i s c o r d . Plr. and Mrs . l i l r i g l e y 
q u a r r e l l e d over money, o v e r r e s p o n s i b i l i t y f o r the c h i l d , o v e r i n v o l v e -
ment w i t h the i n - l a w s , o v e r h o u s e h o l d c h o r e s and t h e i r s o c i a l a c t i v i t i e s . 
To a s i m i l a r range o f a r g u m e n t s , P^r. and D r a . Cox added those p e r t a i n i n g 
to e x t r a m a r i t a l a f f a i r s . H r . and H r s . O ld were a n o t h e r s e r v i c e f a m i l y , 
he was a n army o f f i c e r and t h e i r s t r a i n e d m a r r i a g e was s e v e r e l y d i s r u p t e d 
by the a r r i v a l o f a very p r e m a t u r e and p o t e n t i a l l y ha,ndicapped b a b y , 
n a r i t a l s t r e s s was from t ime to t ime e v i d e n t w i t h the F r e e s t o n e s , the 
S t a l l m a n s , the K e n d a l l s and the P a r k e r s , b u t a l l r e c o g n i s e d , acknowledged 
and a a s o c i a . t e d i t w i t h the s t r e s s o f the m e d i c a l c o n d i t i o n . These m a r r i a g e s 
were l i k e l y to s u r v i v e the c r i s e s b u t those o f the U r l g l e y s and the Coxs 
showed a l l the s i g n s o f an e a r l y and permanent b r e a k u p , w h i c h s u b -
s e q u e n t l y d i d happen. 
Some of the s t r e s s p r e c i p i t a t e d c o n f l i c t i s s u e s between p a r e n t s and 
the p r o f e s s i o n a l s . . For e x a m p l e , Plr. and PHrs. K e n d a l l wanted to hang on 
to a comple te p a r e n t a l monopoly o v e r d e c i s i o n t a k i n g , w h e r e a s the p r o -
f e s s i o n a l s pushed a view t h a t s i n c e i t was her l i f e t h a t was a t s t a k e 
S h a r o n s h o u l d be a l l o w e d to be more i n v o l v e d . S h a r o n h e r s e l f had s e v e r a l 
minor t u s s l e s w i t h the j u n i o r d o c t o r s o v e r t r e a t m e n t i s s u e s and w i t h her 
p a r e n t s o v e r f a m i l y a t t i t u d e s . A f t e r n i n e y e a r s o f i n t e r m i t t e n t s u f f e r -
i n g w i t h l e u k a e m i a she was n o t a l w a y s r e c o g n i s e d a s b e i n g q u i t e an 
a u t h o r i t y on the s u b j e c t , and more e s p e c i a l l y on the s u b j e c t o f s i d e 
e f f e e t s . 
n r s . B a t e s was p e r p e t u a l l y i n c o n f l i c t w i t h the m e d i c a l p r o f e s s i o n 
b e c a u s e o f the d e l a y o r i g i n a l l y i n d i a g n o s i n g J o a n n e ' s c o n d i t i o n , and 
n o t h i n g i n t h e i r p r e s e n t competence i n t r e a t i n g i t was e v e r go ing to 
a t o n e fo r t h i s . So too w i t h H r s . S t a l l m a n who f e l t t h a t e v e r y o n e was 
p r o f e s s i o n a l l y incompeten t i n t h e i r a p p a r e n t s l o w n e s s i n d i a g n o s i n g i n . 
he r son a c o n d i t i o n t h a t was go ing to be a c c e p t a b l e to h e r . She was a l s o 
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Openly i n c o n f l i c t w i t h her son and h o n e s t l y c o n f e s s e d to no t l i k i n g h im, 
but t h i s d i d not make i t any e a s i e r fo r her to a c c e p t t h a t p a r t o f h i s 
c o n d i t i o n was e m o t i o n a l d e p r i v a t i o n w h i c h was t e n d i n g to e x a g g e r a t e a 
no t p a r t i c u l a r l y s e r i o u s p h y s i c a l u n c o - o r d i n a t i o n . 
I t would be c o n s i d e r e d i n b r e a c h o f p r o f e s s i o n a l e t i q u e t t e f o r a 
d o c t o r to c r i t i c i s e a n o t h e r d o c t o r and to some e x t e n t t h i s h o l d s t r u e 
f o r s o c i a l w o r k e r s . However, i t was n e c e s s a r y f o r t h i s s o c i a l w o r k e r to 
t e l e p h o n e and m i l d l y rebuke a s o c i a l worker i n a n o t h e r h o s p i t a l who on 
t h r e e o c c a s i o n s d i d some work w i t h a f a m i l y w i t h o u t f i r s t c h e c k i n g i f 
t h o s e f a m i l i e s were known to a n o t h e r d e p a r t m e n t . Such a n a c t i o n c a n 
c a u s e c o n f u s i o n to p a t i e n t s , a s w e l l a s b e i n g c o n s i d e r e d p r o f e s s i o n a l 
bad fo rm. There were moee s t r o n g l y worded t e l e p h o n e c a l l s to the 
e d u c a t i o n a l p s y c h o l o g i s t s and w i t h the s e n i o r a d m i n i s t r a t o r s r e s p o n s i b l e 
f o r the a l l o c a t i o n o f p l a c e s i n s p e c i a l s c h o o l s , the c o n f l i c t i s s u e b e i n g 
the l e n g t h o f tima i n v o l v e d i n the d e c i s i o n making p r o c e s s . Any 
d i f f e r e n c e s o f o p i n i o n between the team members were r a r e and a l w a y s 
k e p t from the p a t i e n t s . 
E . C L I E N T ' S BEHAVIOUR 
The ways t h a t p e o p l e r e s p o n d and behave a r e the c o m m u n i c a t i o n 
s t i m u l i to the p a t t e r n o f p r o f e s s i o n a l p r a c t i c e . Y e t , i n e v i t a b l y t h i s 
i s a two way p r o c e s s , f o r tha r e c a p t i o n w h i c h t h e i r b e h a v i o u r a l m a n i -
f e s t a t i o n r e c e i v e s w i l l i n e v i t a b l y a f f e c t the s u b s e q u e n t c o u r s e . 
S i m i l a r l y t h a t w h i c h the p r o f e s s i o n a l p e r c e i v e s i n a c l i e n t ' s b e h a v i o u r 
i s i n f l u e n c e d by h i s own o b s e r v a t i o n s and f e e l i n g s and by the p a r t i c u l a r 
r o l e t h a t he i s c a r r y i n g a t t h a t p o i n t i n t i m a . Tha t o f tha c l i e n t ' s 
b e h a v i o u r w h i c h a s o c i a l worker c h o o s e s to r e c o r d has been f i l t e r e d 
and s e l e c t e d o u t by har own h e i g h t e n e d p e r c e p t i o n s o f wha t i s c o n s i d e r e d 
to be e x p e c t e d or not e x p e c t e d , o r what i s r e l e v a n t or n o t r e l e v a n t . 
I t i s a l r e a d y w a l l documented ( D ' Arcy (1963), Cunningham ^1979'), 
Thomas(1978) , i-^lcAndreu (1976). Kew) t h a t the t a i l i n g o f p a r e n t s must be 
done w i t h g r e a t s e n s i t i v i t y and s k i l l , the i n f e r e n c e b e i n g t h a t the 
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i n f o r m a t i o n g i v e n i s so d e v a s t a t i n g t h a t p a r e n t s w i l l r e s p o n d i n ext reme 
w a y s . I m p l i c i t i n t h i s i s tha s u g g e s t i o n t h a t when p a r e n t s a r e t o l d t h a t 
t h e i r c h i l d i s hand icapped they f a c e an e m o t i o n a l c r i s i s a s a c u t e a s any 
c h a l l e n g e w h i c h the h a n d i c a p may p r e s e n t ^ a n d a s much s k i l l must be a p p l i e d 
to the c a r e o f the p a r e n t s a s to the c h i l d ' s m e d i c a l p r o b l e m s . A l t h o u g h 
p a r e n t s may have had some a n x i e t i e s c r e a t e d by s u s p i c i o n s , u n t i l thay 
a r e g i v e n t h i s i n f o r m a t i o n thay a r e no t s t r i c t l y ' i n c r i s i s ' . However, 
thw c o n t e n t i s o f s u c h enormous s i g n i f i c a n c e t h a t thay a r e l i k e l y to be 
thrown i n t o an immediate c r i s i s w i t h a pronounced b e h a v i o u r a l e x p r e s s i o n . 
Some of the p a r e n t s i n the o r i g i n a l s u r v e y spoke o f d o c t o r s b e i n g 
p a t e r n a l i s t i c and t r y i n g to p r o t e c t the p a r e n t s ' f e e l i n g s by c u s h i o n i n g 
the i n f o r m a t i o n i n mora o p t i m i s t i c terms than was known to be t r u e . To 
c o u n t e r a c t t h i s , our p l a n was f o r the c o n s u l t a n t to be h o n e s t and to t r y 
to p a i n t n e i t h e r too d i s m a l nor to e u p h o r i c a p i c t u r e o f the r e a l s i t u -
a t i o n . 
Uhenever the s o c i a l w o r k e r was p r e s e n t a t the i n i t i a l t e l l i n g s i t u -
a t i o n she r e c o r d e d i n f o r m a t i o n a b o u t tha p a r e n t s r e a c t i o n to the f a c t s . 
T y p i c a l l y i n the f i r s t i n s t a n c e soma o f the p e r e n t s a p p e a r e d to be 
c o m p l e t e l y s t u n n e d . They a c t a d a s i f thay had no t h e a r d , seemed dazed 
and gave an i m p r e s s i o n o f h a v i n g gone b l a n k . ( H r , and n r s , S t e p h e n s , 
P i rs , C a n n , n r . and H r s . R o b e r t s ) , Some o f the p a r e n t s showed t h e i r 
g r i e f a l m o s t i m m e d i a t e l y . H r . and n r s . S t e p h e n s had to be l e f t t o g e t h e r 
to c r y a l o n e b e f o r e they c o u l d d i s c u s s the m a t t e r any f u r t h e r . Hr . and 
n r s . R o b e r t s c r i a d w h i l e we were i n the room. Plr, and N r s , Thorpe were 
c r y i n g t o g e t h e r when the s o c i a l w o r k e r went i n and c o n t i n u e d to do so 
f o r much o f the t ime u n t i l R i c h a r d d i e d . The A r c h e r s and tha H a r r i s e s 
c r i e d f r e e l y , the l a t t e r i n a way w h i c h to the s o c i a l worker appeared 
to ba v e r y e x a g g e r a t e d , h r s . F o s t e r wept t h r o u g h o u t the f i r s t i n t e r -
v i e w . At some s t a g e i n the i n i t i a l t e l l i n g s i t u a t i o n n e a r l y a l l the 
181 
m o t h e r s c r i e d , the e x c e p t i o n s b e i n g n r s . F r e e s t o n e , P l r s . S m i t h and P l r s . C o x . 
The f i r s t responded w i t h n o n - s t o p t a l k i n g and the o t h e r two w i t h v e r y d e -
t a c h e d e x p r e s s i o n s . At no s t a g e d i d we s e e any o f t h e s e m o t h e r s c r y . 
Uie e x p e c t e d t h a t the p a r e n t s would h e a r v e r y l i t t l e o f what was s a i d 
to them i n the f i r s t s e s s i o n and t h i s was i n f a c t t r u e . I t i s p o s s i b l e t h a t 
n a t u r e p r e v e n t s the p e i n o f shock h u r t i n g too much by a n a e t h e t i s i n g w i t h a 
form of a m n e s i a . T h i n g s a r e t o l d to p a r e n t s b u t i n t h e i r a h o c k e d s t a t e they 
do no t hear them and so t h e r e was a need to r e t e l l . T h i s was the r e e s o n f o r 
a r r a n g i n g a f o l l o w up i n t e r v i e w some 12 -24 h o u r s l a t e r . The " a n a e s t h e t i c ? 
w e s w e a r i n g o f f by then end a l t h o u g h the p a i n was b e g i n n i n g to be f a i t t h e r e 
w a s a r e a d i n e s s f o r knowing more a b o u t what was c a u s i n g i t » One o f the ways 
o f t e s t i n g o u t how much the p a r e n t s had r e t a i n e d was f o r the s o c i a l w o r k e r 
to a s k them what the d o c t o r had t o l d them. F r e q u e n t l y the p a r e n t s were 
q u i t e c o n f u s e d about t h i s . To some e x t e n t t h i s was due to a n u n f a m i l i a r i t y 
w i t h the m e d i c a l t e r m i n o l o g y a l t h o u g h t h i s , q u i t e d e l i b e r a t e l y had been k e p t 
to a minimum. 
D r . F e r g u s was i n v o l v e d i n t e l l i n g two s e t s o f p a r e n t s t h a t t h e i r 
r e s p e c t i v e c h i l d r e n had Down's syndrome. I n bo th c a s e s i n the f i r s t i n t e r * 
v iew he drew d e t a i l e d and h i g h l y competent c h a r t s o f chromosomes to show the 
t r a n s l o c a t i o n o f t r i s o m y 21 . I t was a q u i t e i n a p p r o p r i a t e r e s p o n s e to the 
p a r e n t s ' q u e s t i o n o f 'wha t c a u s e s i t ? * b u t would have been i d e a l had one o f 
h i s housemen or a m e d i c a l s t u d e n t a s k e d the same t h i n g . One c o u l d d e s c r i b e 
t h i s a s the c o n s u l t a n t b e i n g on an i n a p p r o p r i a t e wave l e n g t h and t h i s i s 
l i k e l y to t r i g g e r o f f a d i f f e c e n t b e h a v i o u r a l r e s p o n s e i n the p a r e n t s . I n 
both t h e s e s i t u a t i o n s the two f a t h e r s i n v o l v e d were a n g r y a n d c o n t i n u e d to 
f e e l t h i s way f o r a v a r y l o n g t i m e . O t h e r s t u d i e s o f c r i s i s work and the 
s t a g e s i n a mourning r e s p o n s e s u g g e s t t h s t f e e l i n g s o f a n g e r w i l l appear 
a t some p o i n t and t h a t t h i s m i g h t be p r o j e c t e d i n a l l d i r e c t i o n s and a t 
anyone r e g a r d l e s s or no t o f t h e i r i n v o l v e m e n t . E a c h o f t h e s e f a t h e r s was 
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angry w i t h the c o n s u l t a n t w h i c h the l a t t e r m i g h t have f e l t was i n a p p r o -
p r i a t e , and y e t i t was p r o b a b l y a v e r y h e l p f u l t h i n g f o r the f a t h e r s to 
be a b l e to do* I t was i m p o r t a n t f o r members o f the team to r e c o g n i s e 
t h a t anger i s p a r t o f the mourning p r o c e s s and t h a t i t r e q u i r e s a 
s y m p a t h e t i c h e a r i n g r a t h e r than an i r r i t a t e d r e s p o n s e . In the c a s e o f the 
U i l l i a m s f a m i l y the anger o f both p a r e n t s was d i r e c t e d a g a i n s t the s o c i a l 
w o r k e r and t h i s c h a n n e l l i n g o f e m o t i o n a l r e s p o n s e s made i t p o s s i b l e f o r 
n r . W i l l i a m s to hav/a an i n t e r v i e w w i t h the r e g i s t r a r i n w h i c h ha was a b l e 
to t a l k about two p r e v i o u s p r e g n a n c i e s w i t h w h i c h he- had been i n v o l v e d and 
w h i c h had both r e s u l t e d i n the b i r t h o f an abnorma l c h i l d . 
C l o s e f a m i l i e s draw s u p p o r t from t h e i r members. D i s t r e s s e d p a r e n t s 
c a n l e a n on t h e i r f a m i l y n e t w o r k s and draw from them the r e s o u r c e s they 
need when the p r o f e s s i o n a l s a r e no l o n g e r i n v o l v e d . UJheneuer the members 
o f the ex tended f a m i l i e s were i n the h o s p i t a l and the p a r e n t s w i s h e d i t , 
t h e s e r e l a t i v e s were i n c l u d e d i n the d i s c u s s i o n s . The ways t h a t t h e s e 
f a m i l y members i n t e r a c t e d t o g e t h e r i n the c r i s i s s i t u a t i o n i n d i c a t e d to 
some e x t e n t how t h i s f a m i l y was l i k e l y to t a c k l e the problem o f h a v i n g a 
h a n d i c a p p e d c h i l d . I f t h e r e was c a r i n g and s u p p o r t b e i n g o f f e r e d then 
i t was l i k e l y t h a t t h i s p a t t e r n o f b e h a v i o u r would be r e p e a t e d i n t h e i r 
i n t e r a c t i o n w i t h the c h i l d . I t was i m p o r t a n t t h a t a t a v e r y e a r l y s t a g e 
t h i s was a l l o w e d to happen . 
How much i n f o r m a t i o n the p a r e n t s were r e a d y to r e c e i v e had to be 
gauged by t h e i r q u e s t i o n s . Some needed to be t o l d w v e r y t h i n g a t once 
( F r e e s t o n e s ) , o t h e r s c o u l d o n l y take i n i n i n s t a l m e n t s ( H a r r i s , C a n n , 
R i c h a r d s o n ) . In a l l o f t h e s e s i t u a t i o n s the d i a g n o s i s and the p r o g n o s i s 
was c l e a r c u t and p r e c i s e . Uhere t h e r e were d o u b t s and u n c e r t a i n t i e s 
the p a r e n t s ' a c c e p t a n c e o f the i n f o r m a t i o n was a f f e c t e d by the a n x i e t i e s 
o f the unknown. The p r e c i s e n a t u r e o f n a r k C o x ' s v a r y s e v e r e a b n o r m a l -
i t i e s was n e v e r f u l l y u n d e r s t o o d and h i s p a r e n t s tended to b l o c k o u t 
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the knovjledge t h a t he was m e n t a l l y h a n d i c a p p e d and to h e a r o n l y t h a t 
the re were p h y s i c a l a b n o r m a l i t i e s . In o t h e r s i t u a t i o n s a n x i e t y c a u s e d 
p a r e n t s to f a n t a s i s e , to haue p h o b i a s or to become s u p e r s t i t i o u s . 
F o l l o u i i n g S a r a h ' s e p i l e p t i c f i t H r s . R o b e r t s was a p p r e h e n s i v e t h a t some-
t h i n g was wrong b e c a u s e t h i s was the 1 5 t h and i t had bean on the 1 5 t h 
s i x months e a r l i e r t h a t they had been t o l d t h a t t h e i r d a u g h t e r had Down's 
syndrome. M r s . H a r r i s was s u r e t h a t her baby would tie a cabbage b e c a u s e 
her s i s t e r - i n - l a w had had a c h i l d w i t h a s p i n a b i f i d a . M r s . f o r s t e r 
s a i d t h a t S i m o n ' s h e a r t c o n d i t i o n was the r e s u l t o f a c u r s e put on them 
by her m o t h e r - i n - l a w , and n r s . R o b e r t s wondered i f they were s u c h w i c k e d 
peop le t h a t they were b e i n g p u n i s h e d f o r t h e i r s i n s . Mr. P a r k e r had 
f a n t a s i e s about T i o n a becoming normal a s a r e s u l t o f a s p e c i a l l y d e s i g n e d 
programme of e d u c a t i o n and t h a t t h i s would be the making o f m e d i c a l 
h i s t o r y . 
O c c a s i o n a l l y the r e a c t i o n o f the p a r e n t s to the i n i t i a l t e l l i n g 
s i t u a t i o n was to s h i f t the s p o t l i g h t onto ' t h e m s e l v e s . The K e n d a l l s spoke 
of m a r i t a l s t r e s s e s c r e a t e d by h a v i n g a c h i l d w i t h l e u k a e m i a and wondered 
how they were going to manage; n r s . f o r s t e r a s k e d fo r t r a n q u i l l i s o r s to 
h e l p her bear the p r o b l e m . The p a r e n t who p a r t i c u l a r l y u s e d t h i s p l o y 
was rors. S t a l l m a n who a l w a y s i n s i s t e d t h a t h e r own e a r l i e r p e r s o n a l 
e x p e r i e n c e s be d i s c u s s e d i n d e t a i l w i t h v e r y l i t t l e r e f e r e n c e to the 
p r e s e n t s i t u a t i o n c r e a t e d by her s o n ' s minor i m p a i r m e n t . M r s . B a t e s 
r e a c t e d to her d a u g h t e r ' s h e r e d i t a r y r i c k e t s by b e i n g e x t r e m e l y n e g a t i v e 
and p a r t i c u l a r l y c r i t i c a l o f the m e d i c a l p r o f e s s i o n , and by b laming h e r -
s e l f u n m e r c i f u l l y f o r be ing the c a r r i e r o f the c o n d i t i o n , 5he s a i d t h a t 
had she known t h a t she would never have had Joanna and s u g g e s t e d t h a t 
the l a s t s t r a w fo r her was to be o f f e r e d s o c i a l work h e l p w h i c h r e i n -
f o r c e d her f e e l i n g s o f i n a d e q u a c y . 
F r e q u e n t l y p a r e n t s q u e r i e d the d i a g n o s i s e v e n when i t was a v e r y 
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f i r m o n e . H r s * F r a a s t o n e d i d t h i s on s e v e r a l o c c a s i o n s e s p e c i a l l y when 
Norman l i v e d l o n g e r than had bean e x p e c t e d . The r e q u e s t f o r a s e c o n d 
m e d i c a l o p i n i o n u a s never d i s m i s s e d by t h e c o n s u l t a n t s aa b e i n g u n n e c ^ -
s a r y o r s e e n a s a t h r e a t to t h e i r p e r s o n a l d i a g n o s t i c a b i l i t i e s . I n t h i s 
s i t u a t i o n the r e q u e s t was f o l l o u e d up u i t h l e t t e r s and t e s t r e s u l t s to 
the l e a d i n g a u t h o r i t y i n the c o u n t r y on the c o n d i t i o n and a c o n s u l t a t i o n 
i n London u a s o f f e r e d but n o t taken u p . 
The K e n d a l l s had had so many y e a r s c o n t a c t w i t h h o s p i t a l s and m e d i c a l 
t r e a t m e n t programmes t h a t they a p p e a r e d to u n d e r s t a n d f u l l y the m e d i c a l 
J a r g o n and the r e a s o n s fo r g i v i n g e a c h o f the many d r u g s and to know a l l 
the p o s s i b l e outcomes o f the a c t i o n s t h a t c o u l d be t a k e n * O ther p a r e n t s 
ware more c o n f u s e d about the m e d i c a l s i t u a t i o n , n r . and n r s . C a n n , 
a l t h o u g h i n t e l l i g e n t p a r e n t s , s t r u g g l e d to comprehend the c a u s e s o f Down's 
syndrome and p r e f e r r e d to c o l l e c t o d d > p i e c a s o f i n f o r m a t i o n from w e l l 
meaning r e l a t i v e s and n e i g h b o u r s . I n f o r m a t i o n from t h e s e s o u r c e s was 
not a l w a y s a c c u r a t e but i t was p r e s e n t e d i n a form t h a t was m e a n i n g f u l 
to tham. A l though S t e p h e n A r c h e r ' s mother was a n u r s e s h e k e p t s e a r c h i n g , 
a t t i m e s q u i t e w i l d l y , f ^ r - p o s s i b l e d i a g n o s e s , and would p r e s e n t two o r 
t h r e e d a i l y d u r i n g the i n i t i a l s t a g e s . Uhen t h e i r dog , w h i c h they had 
had f o r 10 y e a r s , became a g g r e s s i v e and the v e t e r i n a r y s u r g e o n d i a g n o s e d 
a d e g e n e r a t i v e c o n d i t i o n i n the b r a i n and racommanded t h a t the dog be 
put to s l e e p , they saw p a r a l l e l s w i t h t h e i r s o n ' s s i t u a t i o n and wondered 
i f he had c a u g h t a n y t h i n g from the d o g . 
Soma p a r e n t s were u n a b l e t o i l o o k to the f u t u r e , some l o o k e d too f a r . 
At a vary e a r l y s t a g a Hr . P a r k e r was a s k i n g a b o u t m a r r i a g e p r o s p e c t s 
f o r F i o n a , a b o u t p r i v a t e e d u c a t i o n , a need to move h o u s e s and ' i f F i o n a 
was a c r a c k e r w i t h good l e g s was she l i k e l y to g a t p r e g n a n t ' w h i c h h a s 
l i n k s w i t h some o f h i s o t h e r f a n t a s i e s . 
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C r i s i s i n t a r u a n t i o n has baan d e f i n a d e l s e u h e r e and tha t h e o r a t i c a i 
o u a r u i a u drau upon tha uork o f L indamann and C a p l a n * I t i s p a r t i c u l a r l y 
r a l a u a n t i n p r o v i d i n g an u n d a r s t a n d i n g o f tha ways t h a t p a r e n t s behava 
uhan they a r e c o p i n g w i t h c r i s e s c r e a t e d by l o s s through d e a t h , Not a l l 
s t r e s s f u l a v a n t s l e a d t o . c r i s i s s t a t e and not a l l p a r e n t s tuho l o s e a 
deformed or an a c u t e l y i l l baby n e c e s s a r i l y f i n d t h a t t h e i r u s u a l s t e a d y 
s t a t e i s thown i n t o d i s e q u i l i b r i u m . P e r h a p s s u c h a n - e x a m p l e u o u l d be 
n r , and rnrs. F i e l d tuho a l t h o u g h saddened by the l o s s o f t h e i r d a u g h t e r 
d i d no t show any s i g n s o f ex t reme p s y c h o l o g i c a l u p s a t . L i k e w i s e M r s . 
Graan was not so much u p s e t by K e i t h ' s d e a t h a s by tha f a c t t h a t b e c a u s e 
she had been s t e r i l i s e d she would nav/ar be a b l e to have tha much l o n g e d 
fo r d a u g h t e r . L o s s o f b a b i e s was not a new e x p e r i e n c e to e i t h e r o f t h e s e 
f a m i l i e s and they a p p e a r e d to f u n c t i o n much a s thay u s u a l l y d i d t h r o u g h -
o u t tha time of t h e i r b a r e a v a m a n t . 
Sometimes the p r o f e s s i o n a l s would t h i n k i n d i v i d u a l s were e x h i b i t i n g 
q u i t e extreme g r i e f r e a c t i o n s a l t h o u g h a t the same t ime a c c e p t i n g t h a t 
' e v e r y o n e c a n m a s t e r a g r i e f bu t he t h a t h a s i t * ( S h a k e s p e a r e - Huch Ado 
about N o t h i n g ) , Mr, and f i r s , H a r r i s a f t e r b e i n g t o l d t h a t t h e i r b a b y ' s 
s l i g h t l y i n c r e a s e d r e s p i r a t o r y r a t a might be due to a h e a r t c o n d i t i o n 
ware a t once e x t r e m e l y d i s t r e s s e d and wept i n e a c h o t h e r ' s arms " w i s h i n g 
tha baby to d i e r a t h a r than be a c a b b a g e " . The bed was l i t t e r e d w i t h 
m a s s e s of l i l a c t i s s u e s and t h e r e seemed to be n o t h i n g t h a t the p r o f -
f e s s i o n a l s c o u l d d o , ^ o r s a y , t h a t would a s s u a g e t h e i r g r i e f . T h i s 
b e h a v i o u r was to make tha p r o f e s s i o n a l s somewhat a p p r e h e n s i v e a b o u t 
going back to t a l l t h e s e p a r e n t s t h a t T r a c y ' s c o n d i t i o n had s u d d e n l y 
d e t e r i o r a t e d and t h a t she might n o t l i v e . The ' u s u a l ' or the ' n o r m a l ' 
g r i e f r e a c t i o n s the team f e l t a b l e to h a n d l e ; the ex t reme ones were 
more p r o b l e m a t i c a l for them. A l though t h i s happened e a r l y on a Sunday 
morning and the s o c i a l worker had gone home, some 14 m i l e s from the 
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h o s p i t a l , the houseman, d e s p i t e the s e r i o u s c l i n i c a l s i t u a t i o n , w a i t e d 
for her to g e t back to tha h o s p i t a l to s h a r a w i t h him the t a s k o f t e l l i n g 
these p a r e n t s t h a t i n f a c t the m e d i c a l p r o b l e m s were a s s e r i o u s a s the 
p a r e n t s had a n t i c i p a t e d . B u t by t h i s t ime t h e s e p a r e n t s had e m o t i o n a l l y 
p r e p a r e d t h e m s e l v e s to some e x t e n t f o r t h i s i n f o r m a t i o n . They wept 
p r o f u s e l y ; H r . H a r r i s c l i m b e d on to the bed and l a y c r y i n g b e s i d e h i s 
w i f e , bu t they were a b l e to d e c i d e t h a t they would l i k e T r a c y to be 
b a p t i s e d and i n due c o u r s e , they were a b l e to coma to t h a s i m p l e ceremony 
and s t a y w i t h the baby u n t i l she d i e d . I t i s r e a s o n a b l e to assume t h a t 
some of the e m o t i o n a l r e s p o n s e s o f t h e s e p a r e n t s to t h i s s i t u a t i o n were 
c o l o u r e d by Pir. H a r r i s h a v i n g a younger s i s t e r s e r i o u s l y h a n d i c a p p e d w i t h 
s p i n a b i f i d a . So too i n n r s . R o b e r t s ' g r i e f r e a c t i o n to S a r a h ' s d e a t h 
she was a l s o mourning o t h e r l o s s e s , i n c l u d i n g the l o s s o f a normal baby 
w h i c h she a x p e r i a n c a d a y e a r ago when she was t o l d o f the Down's 
syndrome, her b r o t h e r ' s l o s s o f h e a l t h through c a n c e r , h e r g r a n d f a t h e r 
who was very near to d e a t h and an u n c l e who was c u r r e n t l y undergo ing 
major s u r g e r y . H r s . P a r k e r ' s mother and f i a n c e had both d i e d a t an 
a a r l y age and a s she p r e p a r e d to l o s e F i o n a she mourned o t h e r l o s s e s o f 
people she l o v e d . M u l t i p l e g r i e f r e a c t i o n s a r e a l m o s t i n e v i t a b l y p a r t 
o f mourning any l o s s . A p r i m a r y l o s s b r i n g s s e c o n d a r y l o s s i n i t s wake 
f o r i t i s never q u i t e c l e a r j u s t what i t i s t h a t h a s been l o s t . Tha 
dea th o f a c h i l d may t r i g g e r o f f the a a r l i e r unmourned l o s s o f a p a r s o n 
who has bean m e a n i n g f u l to t h a t p a r e n t and the g r i e f i s a n e x p r e s s i o n 
o f a m u l t i p l i c i t y o f s o r r o w s . 
For many o f the p a r e n t s whose c h i l d r e n d i e d t h i s was t h e i r f i r s t 
c l o s e e n c o u n t e r w i t h d e a t h . They were overwhelmed w i t h f e e l i n g s and 
e m o t i o n s w h i c h they found d i f f i c u l t to c o n t r o l and w h i c h a t t imes w e r e 
o f s u c h i n t e n s i t y t h a t thay were m o m a n t a r i l y f e a r f u l o f becoming 
p s y c h o t i c , p a r t i c u l a r l y i n f a m i l i e s where o t h e r members had a p s y -
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c h i a t r i c h i s t o r y , M r s , K e n d a l l got v a r y low a t one s t a g e when the 
t r e a t m e n t seemed to be h a v i n g no a f f e c t upon the c o n d i t i o n , and s h e h e r -
s e l f began to f e a r t h a t she migh t become ' a nu t c a s e l i k e her f a t h e r ' , 
H r s , Green ment ioned on day 5 t h a t she had had a s l i g h t p o s t - p a r t u m 
d e p r e s s i o n f o l l o w i n g a n e a r l i e r p r e g n a n c y and t h a t t h i s time she had been 
' a l i t t l e a f r a i d o f becoming a n u t c a s e ' when s h e had had s u c h a m b i v a l e n t 
f e e l i n g s about K e i t h ' s b i r t h and d e a t h , n r , and M r s , , H a r r i s both had 
symptoms of d e p r e s s i o n and f o r f i r s , H a r r i s t h e s e p e r s i s t e d l o n g e r b e c a u s e 
sha d i d not take any t a b l e t s to h e l p h e r s e l f . In D r s , u i r i g l e y ' s c a s e , 
he r p s y c h o t i c symptoms were much more s e r i o u s b e c a u s e they were p a r t o f 
a s c h i z o p h r e n i c i l l n e s s and were n o t a - r e a c t i v e b e h a v i o u r a l m a n i f e s t -
a t i o n to the c h i l d ' s h a n d i c a p p i n g c o n d i t i o n . These the s o c i a l w o r k e r 
d e a l t w i t h o n l y i n the c l o s e s t o f c o n s u l t a t i o n w i t h her p s y c h i a t r i s t 
who was t r e a t i n g h e r . 
Some o f the p a r e n t s t r i e d to u n d e r s t a n d the meaning o f d e a t h and 
s e v e r a l l i k e Mrs , R o b e r t s saw i t a s a p u n i s h m e n t f o r t h e i r own w i c k e d -
n e s s . O t h e r s a s k e d about the w o r s t t h a t c o u l d happen b u t then d i d n o t 
want to look f u r t h e r a t t h i s . n r s . F o r s t e r s a i d ' w i l l he d i e ? ' b u t 
when she knew t h a t ha might s h a d i d n o t want to be t o l d any more. As 
Mrs, F r e e s t o n e worked through the s t a g e s i n tha a n t i c i p a t o r y mourning 
p r o c e s s she was a b l e to l o o k r e a l i s t i c a l l y to the f u t u r e . She c o u l d 
t a l k about dea.th a b o u t heaven and a l i f e h e r e a f t e r , and a s she grew 
s t r o n g e r i n her . b e l i e f she was a b l e to i n v o l v e Norman i n t h i s , a l t h o u g h 
by t h i s s t a g e h i s powers o f c o m p r e h e n s i o n were c o n s i d e r a b l y d i m i n i s h e d . 
At t imes t h e r e was a need f o r r i t u a l . F a m i l i e s w h i c h n o r m a l l y 
would not have c o n t e m p l a t e d h a v i n g t h e i r c h i l d b a p t i s e d a s k e d f o r i t 
to be done whan d e a t h was near and thay t h e m s e l v e s p a r t i c i p a t e d i n the 
ceremony , ( H a r r i s , Thompson), H r s , R o b e r t s who had n o t b o t h e r e d to 
have S a r a h b a p t i s e d d u r i n g the f i r s t y e a r was v e r y d i s t r e s s e d a f t e r 
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she had d i e d a b o u t no t h a v i n g done so and a s k e d the s o c i a l w o r k e r i f 
she b e l i e v e d t h a t u n b a p t i s e d b a b i e s went to h e a v e n . 
I t was to be e x p e c t e d t h a t the s t r e s s o f the s i t u a t i o n they were 
e x p e r i e n c i n g might expose o t h e r p rob lems i n the l i v e s o f t h e s e f a m i l i e s , 
These were the c r a c k s w h i c h i n normal l i f e were papered o v e r b u t w h i c h 
i n extreme c o n d i t i o n s would be r e o p e n e d . I n p a r t i c u l a r m a r i t a l s t r e s s 
was very common and much o f t h i s was due to the p rob lems a s s o c i a t e d 
w i t h h a v i n g a h a n d i c a p p e d c h i l d , n r . and P i r s . K e n d a l l ware b e t t e r than 
most p a r e n t s i n s h a r i n g the work c r e a t e d by h a v i n g S h a r o n i n the s t a t e 
she was and seemed to p u l l t o g e t h e r w e l l , b u t t h e r e were s e v e r a l f l a s h 
p o i n t s d u r i n g the months . In the w r i t e up f o l l o w i n g one i n t e r v i e w a t 
home the s o c i a l worker r e c o r d e d : -
"The s t r e s s o f the l a s t few weeks had r e a l l y 
b u i l t up and the r e l a t i o n s h i p be tween the two 
was v e r y s t r a i n e d . My p r e s e n c e seemed to a c t 
a s a c a t a l y s t and they r e a l l y l e t f l y a t e a c h 
o t h e r w h i c h perhaps needed to h a p p e n . I t 
f o c u s s e d on s m a l l t h i n g s l i k e u s e o f the c a r , 
who s l e p t w i t h who and t h a t he n e v e r took her 
o u t w i t h o u t the k i d s or the d o g . I t a l s o t e n d s 
to be p r e d o m i n a n t l y one way b u t D r . K e n d a l l d i d 
come back a t h i s w i f e more than he i s supposed 
to do . 
Uie l o o k e d a t the s t r e s s , the c o n s t a n t f e a r o f 
d e a t h w i t h w h i c h they l i v e d and t h e i r own g u i l t 
f e e l i n g s about b e i n g angry w i t h S h a r o n when s h e 
would no t s m i l e a t them or even speak to them 
a t t i m e s . At the moment, s h e i s v e r y much a 
nummy's g i r l and M r s . K e n d a l l f i n d s t h i s d i f f i c u l t 
and w i s h e s t h a t she would become a D a d d y ' s g i r l 
w h i c h i s what he w a n t s . They know t h a t t h e i r 
m a r r i a g e w i l l s u r v i v e ; i t i s l o n g e s t a b l i s h e d and 
they f e e l t h a t the b a s i s i s s t i l l s o u n d , b u t they 
both c o n f e s s to i t go ing through the r o u g h e s t 
p a t c h t h a t they have e v e r k n o w n . " 
r-1r« and P l r s . 0 1 d * s m a r r i a g e was v i r t u a l l y ended b e f o r e Amanda was 
born but her d e f o r m i t i e s and the a n x i e t i e s c r e a t e d by her c l i n g i n g to 
l i f e f o r so many d a y s d e s t r o y e d any v e s t i g e s o f the m a r i t a l r e l a t i o n -
s h i p . On the o t h e r hand , t h e r e were s e v e r a l r e f e r e n c e s l i k e those 
made by Mrs . A l l a n to the m a r r i a g e h a v i n g become c l o s e r s i n c e they 
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had been exposed to the s t r e s s o f h a v i n g a h a n d i c a p p e d c h i l d . 
I t has been ment ioned a l r e a d y t h a t the K e n d a l l f a m i l y showed an 
e q u a l d i v i s i o n o f l a b o u r and t h i s c o u l d be s a i d cf the B a t e s , the C a n n s 
and the S t e p h e n s . Mr. f r e e s t o n e was a l o n g d i s t a n c e l o r r y d r i v e r and 
away f i v e d a y s a week w h i c h meant t h a t h i s w i f e c a r r i e d the l i o n ' s s h a r e 
o f the c a r e and c o n t r o l o f Norman, b u t when he was home he d i d take a 
t u r n . I f t h e r e was an u n e q u a l d i s t r i b u t i o n o f the l a b o u r then the 
mother tended to bear the b r u n t o f i t a s f o r example d i d Mrs. P a r k e r , 
M r s . Maker , Mrs . P r o c t o r and M r s . R i c h a r d s o n . I t c o u l d be a r g u e d t h a t 
t h i s was due to t h e i r husbends employment b u t t h i s was o n l y a c o n t r i b -
u t i n g f a c t o r . Some f a t h e r s m igh t be r e g a r d e d a s b e i n g s e l f i s h o r 
f r i g h t e n e d by the demands made on them. At the h e i g h t o f the c r i s i s 
w i t h Anthony Cooper i t was the f a t h e r who was most i n v o l v e d i n s i t t i n g 
w i t h Anthony and c a r i n g fo r h im. 
The i n e q u a l i t y i n the c a r r y i n g o f the work l o a d i m p l i e d a v a r i a t i o n 
i n the p a r e n t a l i n v o l v e m e n t i n the s i t u a t i o n . T h i s might be f u r t h e r 
l i n k e d w i t h the p a r e n t s be ing a t d i f f e r e n t s t a g e s i n t h e i r a c c e p t a n c e 
o f the c o n d i t i o n . M r s . P a r k e r was a l w a y s much more r e a l i s t i c than her 
husband i n a p p r e c i a t i n g the i m p l i c a t i o n s o f the m e d i c a l s i t u a t i o n , >and 
the same c o u l d a l s o be s a i d o f M r s . U / r ig ley and o f M r s . C o x . Mr. 
P a r k e r seemed to need h i s f a n t a s i e s to p r o t e c t h i m s e l f from knowing 
the p a i n f u l r e a l i t y o f a f u t u r e f r a u g h t w i t h d i f f i c u l t i e s c r e a t e d by 
h a v i n g a c h i l d w i t h Down's syndrome a n d a v e r y d e f e c t i v e h e a r t c o n -
d i t i o n . But a s he dreamed of a f u t u r e when F i o n a would be normal he 
c o u l d g i v e h i s w i f e l i t t l e s u p p o r t i n the a n g u i s h o f today and the j 
m a r i t a l s t r e s s between them was c o n s i d e r a b l e . Mr. Cann on the o t h e r 
hand was so much f u r t h e r ahead of h i s w i f e i n u n d e r s t a n d i n g and 
a c c e p t i n g t h e i r l o t t h a t he e n t i r e l y commandeered the r o l e o f f a m i l y 
spokesman and a s a r e s u l t had an a l m o s t d i s a b l i n g e f f e c t upon h i s 
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u i f a . Some p a r e n t s w i s h e d to have c o n t a c t w i t h o t h a r p a r e n t s who ware 
s i m i l a r l y p l a c e d ; o t h e r s c o u l d t h i n k : o f n o t h i n g w o r s e . 
N e a r l y a l l tha c h i l d r e n who c o m p r i s e d tha e x p e r i m e n t a l group wara 
b a b i e s , soma 25 b e i n g i n t h e i r f i r s t y e a r , a n o t h e r f i v e b e i n g below 
s c h o o l age and o n l y t h r e e b e i n g o l d e r than t h i s . The i m p l i c a t i o n s f o r 
s o c i a l work p r a c t i c e o f t h i s f a c t a r e q u i t e c o n s i d e r a b l e . Three q u a r t e r s 
of tha group were too young to become c l i e n t s i n t h e i r own r i g h t , and a 
f u r t h e r f i v e c h i l d r e n ware too young f o r the s o c i a l w o r k e r to do a n y -
t h i n g w i t h them o t h e r than p l a y a l t h o u g h t h i s ; , was a v e r y v a l u a b l e 
w a y ^ o f f o r m i n g a r e l a t i o n a h i p w i t h t h e m . One o f t h o s e c h i l d r e n 
was u n c o n s c i o u s th roughout the b r i e f c o n t a c t and 9 y e a r o l d Anthony 
Cooper was u n c o n s c i o u s th roughout tha c r i s i s p e r i o d and whan he f u l l y 
r e g a i n e d c o n s c i o u s n e s s t h e r e was l i t t l e f u r t h e r work to ba done w i t h tha 
f a m i l y . So o n l y two o f the c h i l d r e n ( S h a r o n K e n d a l l and Norman F r e e -
s t o n e ) were c h r o n o l o g i c a l l y o f a n age to become p o s s i b l e c l i e n t s and 
s a d l y Norman's d e t e r i o r a t i n g b r a i n f u n c t i o n i n g made i t i m p o s s i b l e to 
have v e r y much v e r b a l r a p p o r t . S h a r o n was i n t e l l e c t u a l l y a l a r t and a s 
a young teenager the taam thought s h a had some r i g h t s to d e c i s i o n m a k i n g , 
a view w h i c h c r e a t e d someth ing o f a problem f o r her p a r e n t s . They had 
d e v e l o p e d a s t r o n g n u r t u r i n g p a r e n t a l b e h a v i o u r p a t t e r n through the 
y e a r s o f i l l n e s s and thoy found i t e x t r e m e l y d i f f i c u l t to mature i n 
the p a r e n t a l r o l e to a s t a g e o f a l l o w i n g S h a r o n soma f r e e d o m . The s o c i a l 
worker had c o n t a c t . w i t h tha K e n d a l l f a m i l y f o r f i v e m o n t h s , d u r i n g w h i c h 
time t h a r e was a s i g n i f i c a n t week when i n t e n s i v e work was dona s p e c i -
f i c a l l y w i t h S h a r o n , Sha was d e p r e s s e d and t h i s was d i s c u s s e d w i t h her 
p a r e n t s d u r i n g a j o i n t i n t e r v i e w . I t would have been p o s s i b l e to have 
g i v e n her a n t i - d e p r e s s a n t m e d i c a t i o n b u t s i n c e i t was b e l i e v e d to be 
a v e r y u n d e r s t a n d a b l e r e a c t i v e d e p r e s s i o n and i t was known t h a t t a k i n g 
more p i l l s would i n c r e a s e her g e n e r a l h o s t i l i t y to t r e a t m e n t i t was 
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a g r e e d t h a t some i n t e n s i v e work w i t h the s o c i a l worker s h o u l d be o f f e r e d 
to h e r . S h a r o n s a i d t h a t she would l i k e to do t h i s . The e x t r a c t from 
the s o c i a l w o r k e r ' s r e c o r d s c o v e r s the work done t o g e t h e r i n t h a t week . 
There was a movement forward from b e i n g a p a t i e n t i n n i g h t c l o t h e s a t 
home to b e i n g a young l a d y who made an appo in tment to s u i t her c o n v e n i e n c e 
w i t h a w o r k e r a t the h o s p i t a l . A l t h o u g h the p r o g r e s s was no t m a i n t a i n e d , 
and had no t been e x p e c t e d to b e , S h a r o n f o r p e r h a p s the f i r s t t ime e v e r 
found t h a t i t was s a f e to t a l k a b o u t d e a t h w i t h somebody who would a l l o w 
i t to be m e n t i o n e d . 
Summary 
T h i s c h a p t e r h a s been c o n c e r n e d w i t h a n a n a l y s i s o f the s o c i a l 
w o r k e r s c a s e r e c o r d i n g to r e v e a l s o m e t h i n g o f the p r o c e s s e s o f i n t e r -
v e n t i o n w h i c h deve loped w i t h the E x p e r i m e n t a l Group , A t o t a l o f 41 
c a s e s were r e f e r r e d to the s o c i a l w o r k e r but e i g h t o f t h e s e were n o t 
i n c l u d e d i n the p r o j e c t b e c a u s e the c h i l d ' s m e d i c a l c o n d i t i o n was n o t 
r e l e v a n t . So the a n a l y s i s has been o f the r e c o r d i n g o f 33 c a s e s , and 
o b v i o u s l y soma were i n much more d e t a i l than o t h e r s b e c a u s e more work 
was done w i t h them. C o n s i d e r a b l e u s e was made o f the n i n e s t a g e s 
e x t r a c t e d by Turner (1981) from G l a s a r and S t r a u s s ' s a c c o u n t o f Grounded 
Theory w h i c h e s t a b l i s h e d f i v e ma jor c a t e g o r i e s . Of t h e s e the most 
e x t e n s i v e i s t h a t c o n c e r n e d w i t h s o c i a l work phenomena, and a l t h o u g h 
teamwork and s o l o work i s a s e p a r a t e c a t e g o r y t h e r e i s some o v e r l a p 
between the two. 
T h e r e was some d i f f i c u l t y i n g r o u p i n g c l e a r l y what w a r e e i t h e r 
a c t i v i t i e s or a t t r i b u t e s o f the s o c i a l work r o l e , TQ some e x t e n t t h i s 
may be a problem o f a p p l y i n g Grounded Theory to d a t a b e i n g g a t h e r e d 
fo r o t h e r p u r p o s e s . For example , combing through the data r e v e a l e d a 
h i g h i n c i d e n c e o f r e f e r e n c e to the s o c i a l w o r k e r u s i n g the t e l e p h o n e . 
T h i s would be r e c o r d e d i n the n o t e s to show t h a t c o n t a c t was made. 
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but t h a t a s a l e t t e r was not w r i t t e n t h e r e i s no copy l e t t e r c o n v e y i n g 
the c o n t e n t o f the c o m m u n i c a t i o n . I t a l s o may s u g g e s t t h a t , w i t h a l l 
i t s a d v a n t a g e s and d i s a d v a n t a g e s , t h i s p a r t i c u l a r s o c i a l w o r k e r was more 
i n c l i n e d to l i a i s i n g by q u i c k t e l e p h o n e c a l l s r a t h e r t h a n by w r i t i n g 
l e t t e r s . As s u c h i t l i n k s w i t h the c o n c e p t o f s t y l e w h i c h i s the o p e n i n g 
s e c t i o n on the s o c i a l work phenomenon. 
There i s e v i d e n c e i n t h i s s e c t i o n o f use o f both- the t r a d i t i o n a l 
methods o f casework i n t e r v e n t i o n and o f the i m p l e m e n t a t i o n o f some o f 
the c o n c e p t s o f an i n t e g r a t e d a p p r o a c h , p a r t i c u l a r l y w i t h r e g a r d to p r o b -
lems e n c o u n t e r e d i n o b t a i n i n g a p l a c e i n a s p e c i a l s c h o o l f o r one l i t t l e 
boy . The v a r i e t y o f r o l e s a s o c i a l w o r k e r c a r r i e s became a p p a r e n t 
a l t h o u g h i t was no t a l w a y s e a s y to c a t e g o r i s e e v e r y a s p e c t o f t h i s . The 
a u t h o r i t y r o l e was f a i r l y c l e a r a s was c o n s u l t a n c y , b u t t h e r e was a 
t h i r d r o l e w h i c h c r e a t e d more d i f f i c u l t y . I t i s f i n a l l y l a b e l l e d s o c i a l 
i n t e g r a t i v e a s p e c t s a l t h o u g h o r i g i n a l l y i t was c a l l e d a s o c i a l i s i n g 
r o l e . However, the c o n f u s i o n w i t h the s o c i o l o g i s t s ' p e r s p e c t i v e s o f 
s o c i a l i z a t i o n made f o r d i f f i c u l t i e s a s d i d the l a y m a n ' s p e r c e p t i o n o f 
s o c i a l i s i n g . Humanis ing was c o n s i d e r e d a s a s u i t a b l e te rm b u t r e j e c t e d 
i n p r e f e r e n c e f o r a s o c i a l i n t e g r a t i v e r o l e ( S i p o r i n (1975)) w h i c h a p p e a r s 
to be the term most c l o s e l y a l l i e d w i t h the a c t i v i t i e s o f t h i s c a t e g o r y . 
The main d i s a d v a n t a g e o f t h i s term i s t h a t i t c l o s e l y r a a a m b l e s i n name 
t h a t o f the f i r s t c a t e g o r y . 
There i s an a s s e s s m e n t o f the teamwork and the s o l o u o r k and a 
r e c o g n i t i o n t h a t the c o n c e p t o f teamwork was i n p r a c t i c e somewhat 
p a t c h y , bu t had p o t e n t i a l f o r the f u t u r e . There was e v i d e n c e o f some 
c o n f l i c t s i t u a t i o n s and c o n s i d e r a b l e r e f e r e n c e s to how and why c l i e n t s 
behaved a s they d i d . 
I t must ba s t r e s s e d a g a i n t h a t the h o s p i t a l r e c o r d s were the 
s o c i a l w o r k e r ' s p e r s o n a l w o r k i n g t o o l s . They e x i s t e d to g u i d e her 
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p r a c t i c e and an a n a l y s i s o f them a s much a s a n y t h i n g e l s e has e x p o s e d 
the i d i o s y n c r a c i e s o f he r i n d i v i d u a l s t y l e . The f a c t o r s w h i c h seemed 
i m p o r t a n t to h a r a r e r e c o r d e d b u t e q u a l l y v a l u a b l e w o u l d have b e a n the 
i n f o r m a t i o n w h i c h e i t h e r c o n s c i o u s l y o r s u b c o n s c i o u s l y , was f i l t e r e d 
o u t and n o t m e n t i o n e d . Tha s i g n i f i c a n c e o f t h i s may become p a r t l y 
a p p a r e n t whan the q u e s t i o n n a i r e e v a l u a t i o n o f tha p a r e n t s ' e x p e r i e n c e s 
i s s t u d i e d * 
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CHAPTER 6 
S u r v e y and E v a l u a t i o n 
w i t h the E x p e r i m e n t a l 
G r o u p . 
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In your s e r v i c e o f o t h e r s you w i l l f e e l , you w i l l c a r e , 
and you w i l l be h u r t , and you w i l l have your h e a r t b r o k e n . 
And i t i s d o u b t f u l i f any o f us c a n do a n y t h i n g a t a l l 
u n t i l we have been v e r y much h u r t and u n t i l our h e a r t s 
have been very much b r o k e n . 
n i c h a e l Ramsay, A r c h b i s h o p o f C a n t e r b u r y . 
IMTROQUCTIDN. 
A y e a r l a t e r I made c o n t a c t w i t h a l l the f a m i l i e s o f c h i l d r e n i n 
t h i s E x p e r i m e n t a l Group and a s k e d i f I m igh t v i s i t w i t h a q u e s t i o n n a i r e 
form to e v a l u a t e t h e i r e x p e r i e n c e s w i t h the h o s p i t a l team twe lve months 
e a r l i e r . Wi th tha e x c e p t i o n o f P a u l S m i t h ' s p a r e n t s ( i n Group 8 ) w i t h 
whom we had had o n l y a v a r y b r i e f c o n t a c t and who had s u b s e q u e n t l y moved 
to the M i d l a n d s , a l l a g r e e d to do t h i s . For t h o s e f a m i l i e s whose c h i l d 
s u r v i v e d (Group A) I used the same q u e s t i o n n a i r e form a s had bean used 
i n the o r i g i n a l s u r v e y , b u t f o r t h o s e f a m i l i e s where the c h i l d had d i e d 
i t was an a d a p t e d v e r s i o n f o c u s s i n g i n p a r t i c u l a r upon l o s s through 
d e a t h a s p e c t s (Group B ) . The p a r e n t s o f the c h i l d r e n who s u b s e q u e n t l y 
were c o n s i d e r e d n o t to be h a n d i c a p p e d (Group C) had a f u r t h e r a d a p t e d 
q u e s t i o n n a i r e d e s i g n e d s p e c i f i c e l l y to t r y to e l u c i d a t e whe ther the 
e a r l y i n t e r v e n t i o n b e f o r a tha m e d i c a l c o n d i t i o n was f u l l y u n d e r s t o o d , 
had bean h e l p f u l o r u n h e l p f u l . C o p i e s o f the t h r e e q u e s t i o n n a i r e s a r e 
to be found i n the A p p e n d i x . 
I a s k e d the p a r e n t s ' p e r m i s s i o n to tape r e c o r d the i n t e r v i e w s and 
a l l ware a g r e e a b l e to t h i s b e i n g d o n e . At the b e g i n n i n g o f the s e s s i o n 
I e x p l a i n e d t h a t we were t r y i n g to improve the s e r v i c e g i v e n to f a m i l i e s 
w i t h a hand icapped c h i l d and one o f the b e s t ways o f d o i n g t h i s was to 
s e e k consumer o p i n i o n upon the s u b j e c t . I t was v e r y i m p o r t a n t f o r us 
to have t h e i r h o n e s t o p i n i o n and f o r them not to t e l l us wha t they 
t h o u g h t we wanted to h e a r . I n t h e s e i n t e r v i e w s , I w s s t r y i n g to a d o p t 
a d i f f e r e n t r o l e to the one they had p r e v i o u s l y known me i n b e c a u s e 
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now I Mas tha r a s a a r c h e r a c t i v e l y c o l i a c t i n g d a t a . F o r t h i s r a a a o n I 
would a s k than q u a a t l o n a a b o u t tha s o c i a l w o r k a r i n tha t h i r d p e r s o n 
and a n c o u r a g a d than to t a l l ma a b o u t the work t h e i r s o c i a l workar d i d , 
f o r g e t t i n g t h a t t h a t p a r s o n might havo been n a . I n many waya t h i a s e a o a d 
to bo much more c o o f o r t a b l e f o r the p a r e n t s and a l t h o u g h a few l a p a e d 
i n t o s a y i n g 'you d i d s o n a t h i n g m a j o r i t y tended to keep to tha 
c o n v e n t i o n o f t a l k i n g a b o u t 'oy s o c i a l w o r k e r ' o r ' t h e s o c i a l w o r k e r ' • 
O c c a s i o n a l l y whan I thought thay w a r a g l o s s i n g o v e r soma a s p e c t s o f the 
work w h i c h I f e l t had no t baen dona w a l l , I would i n t a r j a c t soma d e r o g a t o r y 
cooraent on the s o c i a l work and c h a l l e n g e them to a u b s t a n t i a t e t h e i r 
e a r l i e r comments. By and l a r g e X t h i n k tha p a r e n t s ' a a a a a s m e n t s were f a i r 
and a p p r o p r i a t e . I t was n o t q u i t e i d a a l to have tha aame p a r s o n ' w o r k i n g 
w i t h ' and than ' e v a l u a t i n g ' b u t t h a a d v a n t a g e s o f d o i n g t h i s , e x p l a i n e d 
i n C h a p t a r 4, were f e l t to o u t w e i g h the d i s a d v a n t a g a s . 
Tha f a m i l i e s o f t h i r t y t h r e e c h i l d r e n c o m p r i s e d tha E x p e r i m e n t a l 
Group and t h i r t y two o f theae were i n c l u d e d i n the e v a l u a t i o n by q u e s t i o n -
n a i r e . Tha a v e r a g e age o f the p a r a n t a was 2 8 . 9 y e a r s . A l l b u t two o f the 
f a t h e r s were i n f u l l t ime amployisent w h e r e a s o n l y s i x o f the mothers 
worked and t h e s e were s m a l l p a r t - t i m e J o b s . E a c h f a m i l y was a c t i v e l y 
c a r i n g f o r the c h i l d a t tha t ime o f the s u r v e y , a l t h o u g h i n one s i t u a t i o n 
t h i s was l i k e l y to change v e r y aoon and i t was p r o b a b l e t h a t the c h i l d 
wou ld be r s c e i v a d i n t o c a r e . S i x o f tha c h i l d r e n were o n l y o n e s , twenty 
t h r e e had o l d e r s i b l i n g s and t h r e e had younger o n e a , Ufhan the s u r v e y was 
c a r r i e d o u t s e v e n o f the e l e v e n m o t h e r s whose c h i l d r e n had d i e d were 
p r e g n a n t . Three f a m i l i e s c o u l d n o t have any more c h i l d r e n b e c a u s e ; i n 
ona c a s e a 1:4 r i s K o f r e o c c u r r e n c e w a a f e l t to be too h i g h , i n - the? s e c o n d 
c a s e tha w i f e had been s U r i l i e e d b e f o r e i t was known t h a t t h i a baby 
wou ld no t l i v e , and i n tha t h i r d c a s e the husband had had a vasectomy 
b e c a u s e o f h i s w i f e ' s poor o b s t e t r i c h i s t o r y . 
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IN IT IAL TELLING SITUATION 
Of the t o t a l , 88% o f the raothsrs and 69% o f the f a t h e r s r e p o r t e d 
t h a t they were t o l d by the d o c t o r a t the h o s p i t a l , A f u r t h e r 3% o f the 
m o t h e r s and 16% of the f a t h e r s were t o l d by t h e i r s p o u s e s , A s t a a l l p e r -
c e n t a g e o f the mothers - 6% and 9% o f the f a t h e r s t h o u g h t they had n e v e r 
been t o l d a s s u c h . N e a r l y h a l f (47%) o f the m o t h e r s and a q u a r t e r o f the 
f a t h e r s (25%) s a i d they were t o l d on t h e i r own w h i l e ,44% o f the m o t h e r s 
and 56% of the f a t h e r s were t o l d w i t h t h e i r s p o u s e . A s m a l l p r o p o r t i o n 
o f the p a r e n t s ( m o t h e r s 9% f a t h e r s 3%) thought they were t o l d o n l y once 
w h e r e a s 84% o f the mothers and 72% o f the f a t h e r s r e c a l l e d b e i n g t o l d 
mora than o n c e . For 69% o f the mothers and 56% o f the f a t h e r s the t ime 
o f t e l l i n g had been n i g h t b u t f o r 28% of e a c h group i t had n o t . I n com-
p a r i s o n w i t h ray c a s e r e c o r d s t h e s e f i g u r e s have two d i s c r e p a n c i e s . E v e r y 
p a r e n t was t o l d o f t h e i r c h i l d ' s c o n d i t i o n . I t m i g h t be t h a t t h e r e was 
u n c e r t a i n t y a b o u t the d i a g n o s i s and the l a c k o f p r e c i s e i n f o r m a t i o n was 
i n t e r p r e t e d a s n e v e r h a v i n g been t o l d . The o t h e r a r e a o f d i f f e r e n c e , 
a l t h o u g h i m p o s s i b l e to c h e c k o u t a c c u r a t e l y , i s the h i g h p r o p o r t i o n o f 
p a r e n t s who s a i d they were t o l d on t h e i r own. The a g r e e d p o l i c y was f o r 
J o i n t t e l l i n g y e t n e a r l y h a l f o f the mothers s a i d they were t o l d on 
t h e i r own. I t may be t h a t the team b e l i e v e d i t was d o i n g the i n i t i a l 
t e l l i n g but i n f a c t , t h e r e had been a p a r t i a l l e a k a g e o f i n f o r m a t i o n 
p r i o r to t h i s w h i c h r a i s e d the m o t h e r ' s s u s p i c i o n s to the e x t e n t t h a t 
she thought she had "been t o l d " . 
The p a r e n t s who f e l t t h a t they had no t been t o l d a t the r i g h t 
t ime were the ones who had a poor e x p e r i e n c e o f b e i n g t o l d i n t h a t the 
p l a n n e d J o i n t i n t e r v e n t i o n p r o c e d u r e was no t f o l l o w e d . I have w r i t t e n 
e a r l i e r about the problems c r e a t e d f o r Hr , and f i r s , Cann by b e i n g t o l d 
s e p a r a t e l y , A y e a r l a t e r i t s t i l l r a n k l e d w i t h them, Mr. Cann s a i d : 
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"I u a s p a r t i c u l a r l y c o n c e r n e d t h a t n a r y u a s t o l d 
and I u a s n o t t h e r e . P a u l a » a s born soon a f t e r 8 a .m* 
and the,. C D i d w l f e s a i d t h a t s h e w a s n ' t too s u r e a b o u t 
the baby and she u a a go ing to g e t the d o c t o r to l o o k 
a t her and ha would be down i n a minute t o see U3« 
liihen ha d i d n ' t coma we went to c h a s e i t up and f i n d 
o u t what i t was a l l a b o u t and a s k i f the d o c t o r had 
s e e n her« The n u r s e s a i d t h a t the hands were a l i t t l e 
b i t b l u e b u t aha w a s much b e t t e r and they b r o u g h t her 
i n , bu t o b v i o u s l y the d o c t o r had n o t s e e n h e r , I s t a y e d 
a t the h o s p i t a l f o r most o f the day and t h e n I went 
home t o take the c h o i r p r a c t i c e * At 7 , 4 5 p«m« O r , 
F e r g u s came i n and t o l d Plary t h a t the baby .was a Down's 
syndrome* (*lary knew t h e r e was no way o f g e t t i n g me 
b e c a u s e I was w i t h the c h o i r « I d i d n ' t g e t back u n t i l 
9 p .m. and then she c o u l d n ' t g e t the t r o l l y 'phone so 
S i s t e r l e t her use her 'phone i n the o f f i c e . She w a s 
on h e r own f o r o v e r an h o u r , n o t a b l e to g e t me and 
n o t a b l e to d i s c u s s i t w i t h a n y o n e , I c o u l d n ' t s e e any 
r e a s o n when i t had been l e f t a l l day why i t c o u l d n ' t 
have been l e f t u n t i l the f o l l o w i n g m o r n i n g whan I was 
w i t h h e r . A t t h a t s t a g e n e i t h e r o f u s knew wha t i t 
meant , I a s k e d f o r i n f o r m a t i o n b u t a t 10 p,m. O r . 
F e r g u a w a s no t a v a i l a b l e b u t h i s houseman came down. 
He w a s i n a b i t o f a p r e d i c a m e n t b e c a u s e he thought 
D r . F e r g u s would want to t a l l us h i m s e l f b u t ha t o l d 
u s b a s i c a l l y what .Down's syndroma was i n g e n e r a l t e r m s . 
O b v i o u s l y he d i d n ' t t e l l ua v e r y much a b o u t our c a s e , 
I t h i n k n a r y ought to have had a n i g h t ' s s l e e p b e c a u s e 
n e i t h e r o f us s l e p t t h a t n i g h t , " 
n r s . Can added t h a t she thought they c o u l d have bean t o l d w i t h i n 
a n hour o r two, a s soon a s they s u s p e c t e d a n y t h i n g , bu t h a v i n g l e f t i t 
f o r twe lve h o u r s l e a v i n g i t a b i t l o n g e r would not have made any 
d i f f e r e n c e . She s a i d v a r y f i r m l y t h a t : 
"I s t i l l t h i n k the e a r l i e r the b e t t e r , " 
L i k e w i s e w i t h H r , and M r s . P a r k e r who f e l t t h a t thay had been t o l d 
" a t the r i g h t t ime but a t the wrong moment". They both thought t h a t i t 
was about the a p p r o p r i a t e l e n g t h o f t ime a f t e r d e l i v e r y but t h a t t h e r e 
u a s too m u c h go ing on i n the ward a t the t ime and they c o u l d n o t s e t t l e 
q u i e t l y to t a l k about i t . The prob lems were f u r t h e r companded by some 
e a r l i e r ' l e a k ' o f i n f o r m a t i o n , n r s . P a r k e r had s u s p e c t e d i t a s soon 
a s F i o n a had been put i n t o her arms and had a s k e d the n u r s e i f s h e was 
a mongol baby and had bean t o l d , " W e l l you know I c a n ' t comment u n t i l 
the s p e c i a l i s t has s e e n h e r . " That made n r s . P a r k e r so s u s p i c i o u s 
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t h a t she a s k a d them to t e l e p h o n e her husband and a s k him to come i n . 
Pir* P a r k e r c o n t i n u e d : 
" I ' d got soma f l o w e r s i n my hand and the p r i e a t 
came o u t o f the room and he l o o k a d a t the f l o w e r s 
and he l o o k e d a t me and he d i d n ' t s a y a word and 
I knew someth ing was wrong . And than S i s t e r s a i d , 
• F i o n a i s a m o n g o l * , f u l l s t o p , j u s t s t r a i g h t o u t 
w i t h i t * i t was a n a w f u l s h o c k . " 
One c o u p l a were n o t a g r e e d a b o u t the way they were t o l d , I*lr« P r o c t e r 
t h o u g h t t h a t he s h o u l d have been t h e r e when the i n f o r m a t i o n was g i v e n 
w h e r e a s h i s w i f e had l i k e d the way i t had been done so t h a t she c o u l d 
e x p l a i n the s i t u a t i o n to h i m , EMBH s o , h a v i n g thought t h a t way , s h e 
d i d s a y : -
" I t was 5 ,50 p,m« on the T h u r s d a y e v e n i n g and my 
husband cams i n 10 m i n u t e s l a t e r . I had been l o o k i n g 
f o r w a r d to h a v i n g a v i s i t . Z w a t c h e d him come a c r o s s 
the y a r d and wondered how I was g o i n g to t e l l h i m . " 
The E v a n s bo th thought t h a t they s h o u l d h a v a been t o l d t o g e t h e r . 
n r . E v a n s : "I came i n w i t h her c a s e to t a k e h e r home and they 
s a i d I c o u l d take the w i f e b u t the baby was n o t 
a l l o w e d to go . The w i f e was i n t e a r s and I s a i d 
' U h a t ' s the m a t t e r ? ' and s h a s a i d ' t h e r e ' s s o m e -
t h i n g wrong w i t h the b a b y . Then S i s t e r came i n 
and p u l l e d the c u r t a i n s round and had a t a l k : then 
the p a e d i a t r i c i a n cama down and e x p l a i n e d to u s 
wha t was w r o n g . Tbey s a i d t h a t tha b a b y ' s head 
s i z e was too b i g f r i g h t e n e d u s to d e a t h . F i r s t 
t h i n g you t h i n k o f i s a mongol c h i l d . They showed 
us a s h u n t , a f t e r l o s i n g one c h i l d a l r e a d y we 
were f r i g h t e n e d . UJe were v e r y u p s e t t h e t i t c o u l d 
be a s p i n a b i f i d a -> you wonder i f i t i s e v e r going 
to w a l k . " 
Another moving a c c o u n t o f how thay were t o l d caree from Plr. and 
P l r s . A l l e n . They thought thay s h o u l d heve b e a n t o l d e a r l i e r a l t h o u g h 
i n f a c t thay had t h e i r f i r s t i n f o r m a t i o n v a r y soon a f t e r the baby was 
d e l i v e r e d . They c o u l d n o t r e c a l l a v e r h a v i n g bean t o l d t h a t t h e i r 
baby was go ing to d i e , o r "be l e f t to s t a r v e to d e a t h " a s f i r . A l l e n 
put i t w i t h some f e e l i n g . "Nobody a c t u a l l y s a i d t h a t t h i s baby w i l l 
d i e o r we a r e no t go ing to do a n y t h i n g and b e c a u s e o f t h i s i t i s 
go ing to d i e . ( T h i a comment d i f f e r s c o n s i d e r a b l y from what tha s o c i a l 
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w o r k e r had r e c o r d e d i n the c a s e no t e a whore the c o n s u l t a n t a a l d c l e a r l y 
and more than onca t h a t the baby would n o t l i v a ) « T h e r e f o r e , you s i g h t 
t a k e the view t h a t i t m ight be a week, a month , two months o r w h a t e v e r , « 
I f o n l y someone had s a i d we d o n ' t know how l o n g i t w i l l t ake b u t aha 
w i l l d i e . I wes t e r r i f i e d o f b e i n g l e f t w i t h a baby who waa a t i l l a l i v e 
a y e a r o r two l a t e r when they a a i d t h a t i t had a m a a a i v a s p i n a 
b i f i d a too l a r g e to o p e r a t e upon, we got the h i n t q u i t e soon t h a t i t was 
n o t go ing to s u r v i v e . " n r a . A l l e n c o n t i n u e d w i t h t h i s thema: "Nobody 
t o l d us when she a r r i v e d t h a t i t w a a n ' t q u i t e r i g h t . I t wea a b r e e c h and 
they s a i d t h a t a s a b r a ^ h u s u a l l y h a s to be r e a u a c i t a t a d P e t e r waa s e n t 
o u t o f the d e l i v e r y room, I n e v e r c o t t o n e d o n , b u t you know how you 
have your l e g a up f o r the b i r t h and they p u t a . c l o t h up s o t h a t I c o u l d n ' t 
aee i t b e i n g born and i m m e d i a t e l y i t was born they took the baby n e x t 
d o o r . They wera a l l c h a t t e r i n g away and e v e r y t h i n g and I s a i d , "li/hat have 
I g o t ? " and nobody a a i d a n y t h i n g to me. Than they a a i d , "Oh we*ve J u a t 
t a k e n i t n e x t door to have a l o o k a t i t , " I t was a g e s a n d I was a s k i n g 
q u a s t i o n a and a s k i n g , q u e a t i o n a and s a y i n g , " I s the baby a l l r i g h t ? " and 
he k e p t on s e w i n g me up and when ha had f i n i s h e d s t i t c h i n g me I s a i d 
a g a i n , " l a the baby a l l r i g h t ? " and the n u r s e s a i d , " W e l l baby i s n o t 
q u i t e r i g h t ; your husband w i l l be i n to s e e you i n a m i n u t e , " 
n r . A l l a n took up the s a g a from t h e r e ; " T h e r e waa no a e t up to t e l l 
me immedia te ly^ I was s i t t i n g i n the c o r r i d o r a b o u t h a l f an hour a f t e r 
the d e l i v e r y . Then a S i s t e r w a l k e d s t r a i g h t o u t and p a s e a d ma w i t h o u t 
l o o k i n g and I thought t h e r e i s someth ing w r o n g ; e v e r y o n e was r u s h i n g 
a r o u n d and I knew t h a t someth ing waa w r o n g . I n the and the baarded 
young p a e d i a t r i c i a n t o l d ma and a s k e d who I would l i k e to t e l l my w i f e 
and I s a i d t h a t I would l i k e t o , « • • Uhen I s a i d to the d o c t o r , *whet 
s a x i s i t * he a a i d t h a t ha d i d no t know. T h a t was w o r s e , we thought 
'Piy God i t i s so deformed t h a t you c a n ' t e v e n t a l l t h a t , ' I was 
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Q x p a c t i n g someth ing f a r , f a r w o r s e . " 
The B a t e s ' s a i d t h a t they s h o u l d have been t o l d y e a r s b e f o r e b e c a u s e 
i t s h o u l d haue been p o s s i b l e to d i a g n o s e t h a t c o n d i t i o n s o o n a f t e r b i r t h , 
n r s . F i e l d c o m p l a i n a d about the s t a f f a v o i d i n g ans tdar ing h e r i n i t i a l 
e n q u i r i e s a b o u t the baby b e i n g a l l r i g h t . 
G e n e r a l l y the p a r e n t s had bean s a t i s f i e d u i t h the t i m i n g o f b e i n g 
g i v e n i n f o r m a t i o n and thought they had been g i v e n s u f f i c i e n t . T h e i r 
r e c o l l e c t i o n s a s a group o f u h a t was s a i d to them were g e n e r a l l y r a t h e r 
vague and f o r most p a r e n t s i t u e s J u s t a memory o f b e i n g g i v e n bad neids, 
a s i t u a s f o r P l rs . E d w a r d s . 
"I c o u l d n ' t u n d e r s t a n d why they had t a k e n him away 
30 q u i c k l y , b u t I knew they c o u l d n ' t s u c k him o u t . 
I J u s t k e p t s m i l i n g b e c a u s e I had got a l i t t l e boy . . . 
S i s t e r s a i d t h a t s o m e t h i n g was wrong and t h a t h e ' d 
gone to the I n t e n s i v e C a r e . A f t e r q u i t e a few h o u r s 
we went to S . C . 8 . U . , we s a t down, I h e l d H i k e ' s hand . 
O r . Brown wro te on a b i t o f p a p e r ; he drew i t and what 
was m i s s i n g . I knew t h a t s o m e t h i n g had gone w r o n g , 
t h a t ' s a l l I remember. I knew someth ing was m i s s i n g -* 
d i d n ' t remember any mora . He d i d e x p l a i n i t b u t I 
c o u l d n ' t take i t i n . I t d i d n ' t r e g i s t e r ; my mind was 
a b l a n k . I t was J u s t a h o r r i b l e s e n s a t i o n . " 
So much depended upon w h a t h e r o r no t the p a r e n t s f e l t t h a t they c o u l d 
r e l a t e to the d o c t o r . I f they had f a i t h i n him a s a p e r s o n a s w e l l a s 
a c l i n i c i a n t h i s a f f e c t e d t r e m e n d o u s l y t h e i r a t t i t u d e to the whole 
problem c r e a t e d by t h e i r c h i l d ' s m e d i c a l c o n d i t i o n . T h i s came o u t so 
c l e a r l y when the K e n d a l l ' s spoke o f t h e i r c o n t a c t o v e r many y e a r s w i t h 
D r . Oonss and h i s s e v e r a l r e g i s t r a r s and housamen. The w a r d door was 
a l w a y s open to them w h a t e v e r the n a t u r e o f t h e i r p r o b l e m . I t was to D r . 
J o n e s t h a t they f i r s t tu rned when a few y e a r s p r e v i o u s l y they had d i s -
c o v e r e d t h a t n r s . K e n d a l l was p r e g n a n t a g a i n . He s a i d t h a t he would 
speak to the o b s t e t r i c i a n b e f o r e they went to s e e him to r e q u e s t an 
a b o r t i o n . U n f o r t u n a t e l y the a p p o i n t m e n t came up b e f o r e he had had a 
c h a n c e to do s o . 
f i r s . K e n d a l l : 
20 2 
"When I a r r i v e d I was on the b e d , ha came i n 
d i d n ' t . s a y good morn ing o r good a f t e r n o o n o r 
a n y t h i n g ; he s a i d 'Ah you have a c h i l d w i t h 
l e u k a e m i a who i s go ing to d i e , t h i s one w i l l 
r e p l a c e i t . ' Those ware h i s v a r y words and you 
c a n i jnagina .how I f e l t - I J u s t b roke down. He 
examined me and a a l d ' r i g h t you c a n g e t up and 
come i n t o the o t h e r room. He c a l l e d J e f f i n and 
s a i d ' Y o u ' r e w i f e i s p r e g n a n t . I w i l l book h e r a 
bad and a f t e r I w U l s t e r i l i s e h e r . * I a s k e d 
hijD how was i t t h a t a p r o s t i t u t e on the s t r e e t 
c o u l d come i n and have an a b o r t i o n and I c o u l d 
no t and ha s a i d t h a t t h a t was o u t o f w e d l o c k and 
mine was i n . He went on a b o u t book ing a bed and 
i n the and J e f f s a i d , 'Hang o n , you c a n s t u f f 
your b e d , s t u f f your s t e r i l i s a t i o n I was i n 
h y s t e r i c s . L a t e r I saw a n o t h e r o b s t e t r i c i a n b u t 
ha s a i d ha would o n l y do i t once so J e f f had a 
v a s e c t o m y , " 
A t one s t a g s , r i r s , E d w a r d s ta i lked a b o u t ' s a r c a s t i c d o c t o r s and 
n u r s e s who make you f e e l i n a d e q u a t e ' and Plr, P r o c t o r r e f e r r e d to one 
d o c t o r ' b e i n g s u p e r i o r to e v e r y b o d y and t a l k i n g down to p e o p l e , ' The 
S t a l l m a n s d e s c r i b e d t h e i r e x p e r i e n c e w h i c h embody the same f e e l i n g s : 
"li/e hear the s p e c i a l i s t s t a l k i n g amongst e a c h 
o t h e r and w e ' r e s i t t i n g back t h e r e and t h e y ' r e 
u s i n g t h e s e l o n g words and wa wonder what t h e y ' r e 
t a l k i n g a b o u t and they J u e t a s y ' w e ' l l s e e you 
i n s i x months t ime , , , where i s i t g e t t i n g u s ? 
I t makes you l o s e i n t e r a s t , , w h a t ' a : t h e p o i n t 
P e r h a p s the i n f e r i o r i t y f e e l i n g s came o u t most v i v i d l y when the 
B a t e s d e s c r i b e d t h e i r v i s i t to an o r t h o p a e d i c c o n s u l t a n t : 
"Ha s i t s i n t h i s enormous room w i t h one d e s k i n 
i t and h i s s e c r e t a r y i s s i t t i n g t h e r e - a v a s t 
p l a c e , and you w a l k a c r o s s t h i s room and your 
k n e e s a r e k n o c k i n g and you s i t down. He d i c t a t e s 
v a s t n o t e s w i t h c o p i o u s l a t i n names - I t h o u g h t 
h i s s e c r e t a r y was s n o o t y too 
A l t h o u g h g e n e r a l l y t h i s group o f p a r e n t s was s a t i s f i e d w i t h the 
o v e r a l l h e l p they had r e c e i v e d from the h o s p i t a l s t a f f , few o f them 
s p e c i f i e d a n y t h i n g i n p a r t i c u l a r a s h a v i n g been e s p e c i a l l y h e l p f u l a t 
the t i m e . None o f the f a m i l i e s thought t h a t i t would be p o s s i b l e to 
have too many o f f e r s o f h e l p , b u t i t d i d tend to be t h o s e who had been 
r e l u c t a n t to have h e l p who f e l t t h a t h e l p had been l a c k i n g . Plr, and 
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P l r s , B a t a s had not u i s h a d to s e a a s o c i a l worker and tended to be f a i r l y 
c r i t i c a l o f most o f what had been done a t the h o s p i t a l ; i t was thay who 
d i d n o t t h i n k t h a t they had had any h e l p from the h o s p i t a l s t a f f and t h a t 
i n c l u d e d the p a e d i a t r i c i a n . Twenty e i g h t mothers and f a t h e r s r e c o r d e d 
t h a t they had s u f f i c i e n t h e l p , f o u r m o t h e r s and two f a t h e r s thought thay 
had none and two f a t h e r s s a i d i t was no t v a r y much. As t h e s e p a r e n t s 
r e f l e c t e d back upon t h e i r s i t u a t i o n a y e a r p r e v i o u s l y , t h e r e was a h i g h e r 
f e l t need o f h a l p among the mothers i n c o m p a r i s o n w i t h the f a t h e r s . Twenty 
f o u r mothers and f i f t e e n f a t h e r s r e c o r d e d t h a t they had f a i t thay naadad 
h e l p i n g w i t h the s i t u a t i o n . The most common c r i t i c i s m w h i c h emerged was 
o f the e x t e n d e d f a m i l y not b e i n g a l l o w e d n a a r a v e r y s i c k baby and where 
the baby was go ing to d i e a much c l o s e r i n v o l v e m e n t o f the r e l a t i v e s had 
been w i s h e d f o r and a p p a r e n t l y not a l l o w e d . T h i s was an i n t e r e s t i n g 
v a r i a t i o n on the s i t u a t i o n a s p e r c a i v e d by the s o c i a l w o r k e r . Whenever 
s h e had r e q u e s t e d t h a t a r e l a t i v e be a l l o w a d i n t o the ward i t had been 
w i l l i n g l y a g r e e d . I t a p p e a r s t h a t w i t h o u t her m e d i a t i o n , o r t h a t o f the 
o t h e r members o f the team, i t was no t r e a d i l y h a p p e n i n g . 
I n the f a m i l i e s whera a c h i l d had d i e d t h e r e was c o n s i d e r a b l e 
v a r i a t i o n i n the time r e q u i r e d to a d j u s t to the d e a t h , f i v e c o u p l e s s a i d 
t h a t i t took tham s i x months to g a t o v e r the l o s s ; the o t h e r r e p l i e s 
r a n g e d from ' n e x t m o r n i n g ' , ' two w e e k s ' o r ' a s soon a s we c o n c a i v e d ' to 
s a y i n g t h a t no time span c o u l d be p u t upon i t . F o r the m o t h e r s to know 
t h a t they ware g e t t i n g o v e r i t thay r e c o r d e d p e r s o n a l m i l e s t o n e s s u c h 
a s : 
Stopped c r y i n g m y s e l f to s l e e p e a c h . n i g h t 3 
S l e e p i n g b e t t e r 2 
S t a r t e d to s o c i a l i s e a g a i n 1 
U/anted to g a t p r a g n a n t 1 
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Ui i th the f a t h e r s i t was e v e n t s l i k e : -
R e t u r n i n g to work 3 
Reduced my d r i n k i n g 
Reduced my heavy smoking 
Bought a c a r 
Bought a c a t 
Uhen the n e x t baby was born normal 
As f a r a s l o n g term r e g r e t s were c o n c e r n e d the f o l l o w i n g ware 
m e n t i o n e d : -
Not p o s s i b l e to have any more c h i l d r e n 3 
A n x i e t y e x t r e m e l y h i g h r e p r e g n a n c y 3 
None - mothers 5 
None - f a t h e r s 5 
These comments s u g g e s t t h a t i n d i v i d u a l s r e a c t i n d i f f e r e n t ways 
and o v e r v a r y i n g l e n g t h s o f t ime to the p e r s o n a l d i s a s t e r s t h a t o c c u r , 
a l t h o u g h woman r e c o r d t h a t c r y i n g and d i s r u p t e d s l a e p f e a t u r e mora 
commonly i n t h e i r g r i e v i n g . Hen seam to f i n d r e t u r n i n g to work has a 
t h e r a p e u t i c e f f e c t upon thorn. 
S u c h v a r i e d . r e s p o n s e s make b o t h more d i f f i c u l t and more i n t e r e s t i n g , 
tha t a s k o f o f f a r i n g . h e l p , b e c a u s e i t h a s to be t a i l o r e d to i n d i v i d u a l 
n e e d s and e x p e r i e n c e s . 
P r o f e s s i o n a l w o r k e r s may be w e l l e q u i p p e d w i t h mode ls f o r i n t e r -
v e n t i o n b u t t h e i r s k i l l i n o p e r a t i n g i s so much g e a r e d to the f l e x i -
b i l i t y i n a p p l y i n g what thay know to tha u n i q u a n a s s o f e a c h and e v e r y 
s i t u a t i o n . 
F A n i L Y STRESS - PARENTS 
I a s k a d the p a r e n t s about t h a i r m a r i t a l r e l a t i o n s h i p s i n c e thsy 
had bean through t h i s e x p e r i e n c e . I n e v e r y c a s e t h i s was a J o i n t in ta iv / i s ta i 
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and t h i s m a t t e r was j o i n t l y e v a l u a t e d . S e v e n c o u p l e s were a g r e e d t h a t 
i t had made no d i f f e r e n c e and s i x s a i d t h a t i t had c a u s e d t e n s i o n s w h i c h 
had n o t been p r e s e n t b e f o r e or had a g g r a v a t e d and made w o r s e t e n s i o n s 
w h i c h d i d e x i s t . The r e m a i n i n g n i n e t e e n c o u p l e s s a i d t h e r e was now a 
d e e p e r r e l a t i o n s h i p and c l o s e r u n d e r s t a n d i n g o f e a c h o t h e r , a l t h o u g h two 
s a i d t h a t t h e r e was a l s o i n c r e a s e d t e n s i o n between them a s w a l l , 
n r s . P r o c t o r : 
" I t w a s n ' t the b e s t o f p r e g n a n c i e s and then to 
have t h i s a t the a n d . Ue got a l o t c l o s e r and mora 
u n d e r s t a n d i n g o f e a c h o t h e r . I t made a l o t o f 
d i f f e r e n c e to us , , , we g o t engaged when I was 13^ 
and m a r r i e d when I was 1 6 , he was the o n l y boy f o r 
m e . " 
n r s . K e n d a l l : 
" A l l r i g h t our m a r r i a g e i s n ' t p e r f e c t and w e ' r e 
both v e r y d i f f e r e n t p e o p l e b u t we both f e e l the 
same t h a t m a r r i a g e has got to be worked a t . . . 
We had a v e r y rough p a t c h when we had the a b o r t i o n . 
F o r 12 weeks I d o n ' t know how ha s t u c k me . • I 
n e a r l y packed my bags e v e r y d a y , I threw t h i n g s a t 
him and n e v e r once d i d he l a y a f i n g e r upon me, I 
was a r a a l h o r r o r . " 
Someth ing o f the paradox o f e m o t i o n a l g a i n coming from p e r s o n a l 
l o s s seems to be r e v e a l e d h a r a . By f a r the l a r g e r p r o p o r t i o n o f the 
p a r e n t s a d m i t t e d to an improved r e l a t i o n s h i p w i t h e a c h o t h e r a s a 
r e s u l t o f the e x p e r i e n c e they went th rough and l e s s than a f i f t h thought 
t h e r e had been a n i n c r e a s e o f t e n s i o n between them, 
S I B L I N G S 
There were no s i g n i f i c a n t i l l e f f e c t s r e p o r t e d i n the s i b l i n g s b u t 
most were too young to u n d e r s t a n d wha t had happened . One f i v e y e a r o l d 
b r o t h e r had t o l d h i s p a r e n t s to make s u r e t h a t t h e i r n e x t baby d i d not 
have the same t h i n g a s R i c h a r d h a d , 
THE: PROBLEn AMD THE REISOURCLS 
S i n c e o n l y a l a v a n f a m i l i e s had a f i r m l y d i a g n o s e d h a n d i c a p p e d c h i l d 
the s e c t i o n on R a s o u r c a s c o m p r i s e s o n l y a s m a l l sample w h i c h makes fo r 
d i f f i c u l t i e s s u b s e q u e n t l y i n compar ing w i t h the C o n t r a s t Group w h i c h u a s 
much l a r g e r . 
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F i g u r e 18 T a b l e showing the F a m i l i e s A t t i d u d a s 
to the Need f o r R e s o u r c e s 
Not n e c e s s a r y I m p o r t a n t E s s e n t i a l 
F i n a n c i a l 4 4 3 
A i d s and A p p l i a n c e s 3 2 6 
N u r s e r i e s 3 3 5 
H o s t e l C a r e 7 3 1 
p a r e n t S u p p o r t Groups 8 3 -
C o u n s e l l i n g / I n f o r m a t i o n mm 6 5 
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A t t h i s e a r l y s t a g e i n t h e i r l i f e a s p a r e n t s o f h a n d i c a p p e d 
c h i l d r e n the m a j o r i t y o f t h e s e mothers and f a t h e r s u e r a f i n d i n g p a r e n t 
s u p p o r t g r o u p s , h o s t e l c a r e and f i n a n c i a l h e l p no t to ba n e c e s s a r y , 
w h e r e a s they were s e e i n g n u r s e r i e s , a i d s and a p p l i a n c e s and c o u n s e l l i n g / 
i n f o r m a t i o n g i v i n g a s b e i n g e s s e n t i a l . I n f a c t , t h e r e i s p r o b a b l y no t 
a l l t h a t much d i f f e r e n c e i n r e a l terms between n u r s e r i e s and h o s t e l c a r e , 
e x c e p t f o r the a v a i l a b i l i t y o f o v e r n i g h t accommodat ion , nor between 
f i n a n c i a l and a i d s / a p p l i a n c e s e x c e p t one i s p r o v i d e d a s money and the 
o t h e r a s goods . Y e t a s f a r a s tha p a r e n t s were c o n c e r n e d , they f e l t 
v e r y d i f f e r e n t and a f f e c t e d t h e i r r a t i n g o f them a s a r e s o u r c e . I t i s 
p o s s i b l e t h a t i n l a t e r y e a r s they migh t have a s s e s s e d t h e s e r e s o u r c e s 
d i f f e r e n t l y and t h i s w i l l be l o o k e d a t when the f i n d i n g s o f the two 
s u r v e y s a r e compared . 
SOCIAL iiJORK 
Twenty e i g h t mothers and twenty f o u r f a t h e r s r e c o r d e d t h a t they had 
had c o n t a c t w i t h a s o c i a l w o r k e r . Two f a t h e r s s a i d they c o u l d not 
reraarober:-
"I c a n ' t remember b e c a u s e I saw so many p e o p l e . " 
"I c o u l d n ' t s o r t o u t the d i f f e r e n t f a c e s . " 
Two mothers s a i d they had s e e n a s o c i a l w o r k e r but both were 
r e f e r r i n g to a h e a l t h v i s i t o r . Uhen I c l a r i f i e d t h i s w i t h orrra o f them 
she r e p l i e d " W e l l , I d o n ' t know the d i f f e r e n c e , i s t h e r e a n y ? " 
N e i t h e r o f t h e s e mothers a s s o c i a t e d me w i t h b e i n g a s o c i a l w o r k e r . 
One d i d not appear to r e c o g n i s e me and the o t h e r , a l t h o u g h remembering 
me w e l l , thought I was a d o c t o r . 
Tha o t h e r p a r e n t s a p p e a r e d to remember a c c u r a t e l y and e x a c t l y 
whan i t was thay had f i r s t s e e n the s o c i a l w o r k e r . 
" R i g h t a t the v e r y b e g i n n i n g when n a r k was 
f i r s t b o r n . " 
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"From day two o f P a t e r ' s l i f e , " 
"Wednesday morn ing w i t h D r . F e r g u s , " 
"We wera i n t r o d u c e d to one on the dey t h e t 
• r , J o n e s t o l d us about S h a r o n and she s a t 
i n w i t h the c o n s u l t a n t , " 
A g a i n thay ware q u i t e s p e c i f i c and f a i r l y a c c u r a t e a b o u t the 
f r e q u e n c y o f c o n t a c t , 
"Threa to f o u r t imes i n c l u d i n g two home v i s i t s 
and an o u t - p a t i e n t appo in tment i n the summer , " 
" E v e r y day I t h i n k whan I was i n h o s p i t a l and 
t h r e e to four t imes i n the y e a r s i n c e , " 
"Very f r e q u e n t l y a t the b e g i n n i n g , e a c h h o s p i t a l 
v i s i t and t w i c e a t home," 
"Once a t h o s p i t a l , once a t home," 
"Whenever we needed h e r , a e v e r a l t i m e s , " 
T h i s may s u g g e s t t h a t p e o p l e a r e mora a t t u n e d to remembering 
the e v e n t r a t h e r than the n a t u r e o f i t . 
I n a n a n a l y s i s o f the s e r v i c e they had r e c e i v e d t h a r a was a much 
g r e a t e r v a r i e t y o f v i e w p o i n t r a n g i n g from b e i n g s a t i s f i e d to b e i n g q u i t e 
d i s e n c h a n t e d w i t h i t , 
"Very h e l p f u l : when I d i d n ' t u n d e r s t a n d what 
the d o c t o r s wera s a y i n g she p u t i n i n a b e t t e r 
way t h a t I c o u l d u n d e r s t a n d , " 
"She s a i d i f t h e r e was a n y t h i n g wa d i d n ' t u n d e r -
s t a n d she would i n t e r p r e t and a s k q u e s t i o n s f o r 
us and t h a t f e l t g o o d , " 
" I t was v e r y good b e c a u s e she was the o n l y one 
who t o l d us a n y t h i n g . " 
" B r i d g e s the gap between the m e d i c a l s t a f f and 
the layman , , , we c a n say someth ing i n our 
language and she c a n e x p l a i n i t to the d o c t o r s 
i n t h e i r l a n g u a g e , " 
T h i s r o l e o f i n t e r p r e t e r a p p e a r s to have been i m p o r t a n t to the 
p a r e n t s . They wore t o l d many t h i n g s by the m e d i c a l s t a f f , b u t n o t a l w a y s 
i n l a n g u a g e they u n d e r s t o o d , and t h i s might a c c o u n t f o r some of the d i s -
c r e p a n c y between the team t h i n k i n g t h a t the p a r e n t s had the i n f o r m a t i o n 
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and the p a r e n t s c l a i m i n g t h a t they were n e v e r t o l d . 
The v a l u e o f h a v i n g somebody to t a l k w i t h was o f t e n a p p a r e n t i n the 
comments . 
"I was g r a t e f u l to have her to t a l k to l i k e 
a m o t h e r . " 
" H e l p f u l to have somebody to t a l k t o , n o t 
to be g i v e n a d v i c e , " 
" H e l p s g e t i t o f f your c h e s t , . , a b r i c k 
to s i t t h e r e w i t h somebody boo ing t h e i r e y e s 
o u t , " 
"Sometimes i t h e l p e d and somet imes i t d i d n ' t . 
P e r s o n a l l y I t h i n k somet imes you want to be 
l e f t a l o n e to s o r t t h i n g s o u t but i t ' s n i c e 
to know t h a t t h e r e i s somebody t h e r e i f you 
do want to t a l k . She knew e v e r y t h i n g a b o u t 
P a t r i c k and c o u l d e x p l a i n i t i n p r o p e r E n g l i s h 
i n s t e a d o f a l l those m e d i c a l t e r m s . D o c t o r s do 
t a l k to you i n a l l t h o s e m e d i c a l te rms and you 
d o n ' t know what they a r e on a b o u t h a l f the t i m a , " 
H r s , E d w a r d s , h a v i n g had e x p e r i e n c e o f f i v e s o c i a l w o r k e r s i n tha 
e i g h t e e n months or so s i n c e I a n had been born w i t h o e s o p h a g a e l a t r e s i a , 
was p e r h a p s someth ing o f an a u t h o r i t y on t h i s s u b j e c t : 
"I f e l t annoyed b e c a u s e a s o c i a l w o r k e r was 
coming to s e e me - o n l y go ing to be nosey and 
want to know t h i s and t h a t . I saw her two or 
t h r e e t imes i n t h r e e w e e k s , then a male s o c i a l 
worker from S o c i a l S e r v i c e s , than a H i s s s o m e t h i n g 
or o t h e r , then D i s s P h i l l i p s and o f c o u r s e H i s e 
E v a n s i n B r i s t o l who was m a r v e l l o u s . The f i r s t 
two he lped me w i t h my t a l k i n g but n e v e r got a n y t h i n g 
d o n a , and then H i s s P h i l l i p s came a l o n g and she got 
us e v e r y t h i n g - w a s h i n g m a c h i n e , l i q u i d i s e r , d r i e r . 
But t a l k i n g and g e t t i n g i t o f f your c h e s t i s q u i t e 
u s e f u l . , . I t ' s been h o p e l e s s i n the l a s t y e a r ; t h e y ' d 
r i n g up and say do you need us and I 'm not g o i n g to 
s a y I do b e c a u s e I ' d l o o k s t u p i d , " 
Two p a r e n t s had "a job to remember r e a l l y " and f o r a n o t h e r p a i r 
i t was " O . K ; " but f o r H r s . S t a l l m a n i t was f a r from s a t i s f a c t o r y : 
" u i h e r a ' s i t g e t t i n g us to? A l l we do i s t a l k , 
U/e're t a l k i n g a l o t , y o u ' r a g e t t i n g my f e e l i n g s 
and l e a r n i n g a b o u t me, b u t w e ' r e n o t l e a r n i n g 
a n y t h i n g about the m e d i c a l s i d e . I t makes me 
wonder i f the s o c i a l worker comes here to s e e i f 
I 'm t r e a t i n g him r i g h t ? " 
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ADEQUACY O F SERVICE 
nany s a i d the s e r v i c e had been good enough and n o t h i n g mora c o u l d 
have been done. n r s . Old and M r s . U i l l i a m s both s a i d t h a t they c o u l d 
g e t o v e r t h i n g s i n t h e i r own way and i t had not been n e c e s s a r y f o r the 
s o c i a l worker to come and t a l k to them, n r s , U i l l i a m s added t h a t she 
d i d no t t h i n k the s o c i a l w o r k e r knew enough about the c a s e . n r s . Edwards 
found the s e r v i c e to be p a t c h y and n r s . B a t e s s a i d i t had no t h e l p e d her 
a t a l l . Those p a r e n t s who d i d n o t t h i n k they had s e e n a s o c i a l w o r k e r 
s a i d they would not have needed one b e c a u s e they had t h e i r f a m i l y , 
n r s . l i i r ig ley who had been t r a n s f e r r e d to the D r . B e r n a r d o ' s s o c i a l 
w o r k e r when A n i t a had s t a r t e d a t the n u r s e r y was a l i t t l e c r i t i c a l o f the 
s e r v i c e from then o n : 
"She seems more i n t e r e s t e d i n A n i t a than i n 
P h i l and me. I somet imes f e e l t h a t she d o e s 
not want to know." 
The feedback from t h i s r e s p o n d e n t r a i s e s q u e s t i o n s a b o u t the p r o -
f e s s i o n a l judgements made i n d e c i s i o n s a b o u t t r a n s f e r r i n g c l i e n t s a t 
c r u c i a l s t a g e s even when a d m i n i s t r a t i v e l y i t i s c o r r e c t to do s o . Uhen 
a s k e d i f any more c o u l d have been done i t was n r s . l i i r i g l a y who r e p l i e d : 
"I f i n d i t d i f f i c u l t to s a y , I d o n ' t know who 
I s h o u l d tu rn t o , the p s y c h i a t r i s t , Anne, the 
o t h e r mothers , , , The S a m a r i t a n s a r e q u i t e h e l p f u l 
j i £ t to t a l k to somebody a t t i m e s . " 
n r s . R i c h a r d s o n wanted the one t h i n g t h a t c o u l d not be g i v e n and 
t h a t was f a l s e a s s u r a n c e : 
"Somebody to s a y t h a t P a t r i c k ' s go ing to be a l l 
r i g h t ; t h a t ' s a l l I wanted a t t h a t t i m e . " 
B u t f o r n r . and n r s . Dark t h e r e was a time when the s e r v i c e was 
e x c e s s i v e . 
" I t u a s too much when na t thew was so i l l . . 
c o u l d n ' t t h i n k s t r a i g h t l e t a l o n e r e c o g n i s e 
who i t u a s coming i n . P a t e r v e r y n e a r l y t o l d 
everyone to go . Ue f e l t . . , w e l l , w e ' d met 
you a t the b e g i n n i n g , we knew you and t h a t u a s 
f i n e . Then you were away and i n came nag 
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U i l l i a m s and than J o a n Bur rows . . good God 
a n o t h e r one to t e l l your t a l e to - h e r a we 
go a g a i n and wa d i d n ' t even know i f he was 
going to l i v e through i t . " 
SOCIAL UORK STYLE 
Some o f the p a r e n t s a n s w e r s may r e f l e c t tha s o c i a l w o r k e r ' s s t y l e , 
t h a t i s the i n t e r p l a y o f p e r s o n a l and t e c h n i c a l f a c t o r s w h i c h c o m p r i s e 
p r o f e s s i o n a l b e h a v i o u r . 
"None o f us knows a n y t h i n g a b o u t s o c i a l work 
u n t i l t h i s happened . A go between u s and the 
d o c t o r . E a s i e r to t a l k to her than to the 
d o c t o r , a l m o s t f e e l l i k e c a l l i n g them s i r 
' c a u s a thay make you f e e l s m a l l , I h a r d l y 
c a l l anyona s i r b u t thay make me f e e l t h a t 
I s h o u l d c a l l them s i r . A s o c i a l worker n e v e r 
makes you f e e l l i k e t h a t . . . . " 
n r . and Pl rs . H a r r i s had a p p r e c i a t e d h a v i n g an o p p o r t u n i t y to t a l k 
w i t h tha s o c i a l worker a n d , a t a l a t e r d a t a w i t h the h e a l t h v i s i t o r . 
" A s soon a s they come i n thoy d o n ' t t a l k a b o u t l i t t l e t h i n g s , they g e t 
r i g h t down to the h a e r t o f the m a t t e r . " Uhen a s k e d i f t h a t was h e l p f u l 
they r e p l i e d , " U e l l i t depends - i t t a k e s you by s u r p r i s e ; y o u ' v e never 
had a n y t h i n g l i k e i t b e f o r e . Nobody round here m e n t i o n s i t ; the n e i g h -
b o u r s a v o i d s a y i n g a n y t h i n g and then the s o c i a l w o r k a r s a y s how a b o u t 
T r a c y r i g h t o u t - but i t tha o n l y w a y , " 
S i m i l a r l y w i t h H r s . Cox who a t t imes must hava f e l t e x a s p e r a t e d by 
a l l the p r o f e s s i o n a l h e l p e r s who bombarded h e r l i f e w i t h t h e i r o f f e r s 
o f h e l p , spoke warmly a b o u t the s o c i a l work component : 
" H e l p s us w i t h s t i c k y s i t u a t i o n s . P u t s us a t 
e a s e whan ua a r e a l l t e n s e d u p . I n f o r m a t i o n -
u n d e r s t a n d i n g a s w e l l , a s h o u l d e r to l e a n on 
and c r y on and w e ' v e o f t e n done t h a t . " 
O ther comments i n c l u d e d : -
" n o r a human than the d o c t o r i s , s p a r e s more 
time than the d o c t o r . " 
"have her to t a l k to l i k e a m o t h e r . " 
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M r s . R o b e r t s ' r e p l y f o c u s s e d upon the v a l u a f o r her o f b e i n g a b l e 
to t a l k to somebody and fo r t h a t p e r s o n to l i s t e n : 
" I ' v e spoken to her so much and I ' v e had a l l 
the h e l p I n e e d e d . I t was t h e r e fo r the a s k i n g 
and when I needed her she came . I suppose you 
c o u l d s a y t h a t I had a s o c i a l w o r k e r f o r the 
y e a r o f the b a b y ' s l i f e . She was t h e r e a t the 
time o f t e l l i n g us t h a t our baby would be h a n d i -
c a p p e d , t h e r e a t the d e a t h and she came a f t e r -
w a r d s , I needed to t a l k a b o u t t h i n g s and the 
s o c i a l worker was ready to l i s t e n and i t was 
h e l p f u l to me to do t h a t . " 
T h i s a s p e c t o f s o c i a l work p r a c t i c e was a l s o c l e a r i n H r s . S t e p h e n s ' 
r e m a r k s and s u g g e s t s t h a t p a r e n t s a r e n o t a l w a y s s e e k i n g a n s w e r s to 
t h e i r a n x i e t i e s j u s t somebody w i t h whom they a r e a b l e to s h a r e them. 
. "As f o r . t h e s o c i a l w o r k e r , I d o n ' t t h i n k we 
c o u l d have got through t h i s y e a r w i t h o u t a 
s o c i a l worker and come t h r o u g h i t a s w a l l 
a s we h a v e . I t ' s a v e r y u s e f u l non m e d i c a l 
b a c k u p , a good l i s t e n e r , somebody who knows 
what she i s t a l k i n g a b o u t w i t h o u t b e i n g m e d i c a l . 
She s i t s and l i s t e n s end d o e s n ' t t r y to answer 
e v e r y t h i n g . F r i e n d s a r e vary good, they d o n ' t 
i n t e r f e r e but they do tend to keep coming back 
and s a y i n g , 'oh y e s but . . . " 
F o r f i r s . K e n d a l l tha age o f the s o c i a l worker had a l w a y s been 
i m p o r t a n t and t h i s was e v i d e n t i n her f o l l o w i n g remark : 
"Hav ing the r i g h t one i s so v e r y i m p o r t a n t . 
I f I ' d had Sua t h e r e I ' d have r e s e n t e d i t no 
end . . . I s t i l l f e e l m a t e r n a l to her b e c a u s e 
s h e i s so young and I d o n ' t t h i n k I c a n g a t 
from her what I got from my f i r s t s o c i a l w o r k e r . 
She has no c h i l d r e n , she i s no t m a r r i e d ; how 
c a n she u n d e r s t a n d our p r o b l e m ? Hy s o c i a l 
w o r k e r was a mother f i g u r e to ma t h a t I c o u l d 
l e a n on m e n t a l l y and p h y s i c a l l y . I c o u l d n ' t have 
done t h a t had I s e e n a young g i r l then . . . 
whe ther i t i s b e c a u s e she was t h e r e f i r s t . . . " 
P e r h a p s she was a l s o r e c o g n i s i n g t h a t tha a t t a c h m e n t s made i n 
t imes o f c r i s i s a r e s t r o n g e r bonded than those made whan tha c r i s i s 
i s o v e r . Peop le i n c r i s e s a r e more amenable to h e l p and i f t h a t has 
been a p o s i t i v e a x p e r i a n c a thay a r e l i k e l y to f a e l warm towards those 
who o f f e r e d i t . 
213 
R e p l i e s from some o f the f a t h e r s c o n t a i n e d i n t e r e s t i n g comments 
r e f l e c t i n g t h e i r p e r s o n a l a t t i t u d e s to s o c i a l w o r k e r s i n g e n e r a l and 
to t h i s one i n p a r t i c u l a r n r . P a r k e r s a i d : -
"She made me s t r o n g e r b e c a u s e s h e was t h e r e . I 
c o u l d n ' t throw my arms round my w i f e w h i c h I 
knew I s h o u l d have done b e c a u s e I 'm n o t t h a t 
s o r t o f p e r s o n , I'm no t a l o v e y - d o v e y s o r t o f 
p e r s o n but b e c a u s e she ( s o c i a l w o r k e r ) was 
t h e r e I f e l t a l o t s t r o n g e r i n m y s e l f . I t made 
me f e e l good and I knew t h a t s o m e b o d y ' s got to 
be s t r o n g i n the f a m i l y and i t had to be m e , " 
I n c o n t r a s t , n r . A l l e n got n d t h i n g from the c o n t a c t w i t h the s o c i a l 
w o r k e r b e c a u s e he thought the s u p p o r t s h o u l d come from e l s e w h e r e , 
"I t h i n k they a r e t h e r e to s u p p o r t those f a m i l i e s 
w h i c h c a n ' t s u p p o r t t h e m s e l v e s i n a m o r a l s e n s e , 
A f a m i l y s h o u l d do the j o b i n s t e a d o f a s o c i a l 
w o r k e r ; b a s i c a l l y the s o c i a l w o r k e r i s s t a n d i n g i n 
f o r the o l d f a m i l y u n i t a s i t u s e d to b e . L e t ' s 
take u s ; we l o s e a baby . L e t ' s assume we a r e a 
h i g h l y e m o t i o n a l p a i r , w e ' r e v e r y sad and the s o c i a l 
w o r k e r comes a l o n g and g i v e s u s a l l the s u p p o r t t h a t 
we need and we end up n e e d i n g to have a l i t t l e s o c i a l 
worker and s u d d e n l y we f i n d wa l i k e i t , i t ' s n i c e , 
we c a n l a a n on our l i t t l e s o c i a l w o r k e r . Then we f i n d 
t h a t we a r e l e a n i n g on her f o r the n e x t s i x months 
w h e r e a s i f we had b e e n : l e f t f o r the t u e l v e h o u r s we 
would have found t h a t we had to g e t c r a c k i n g and w e ' d 
never have needed her a t a l l . T h e r e ' s the s t i g m a too ; 
s o c i a l w o r k e r s a r e f o r prob lem f a m i l i e s - even i f we 
had needed i t I ' d have been tempted to say s c r u b 
t h a t , I d o n ' t l i k e the i d e a o f s o c i a l w o r k e r s ; i t ' s 
no t my s c e n e and I d o n ' t want to be i n v o l v e d , " 
F i n a l l y , t h e r e was a l o n g answer from n r s . F r e e s t o n e . The s o c i a l 
w o r k e r had no t found t h i s mother an e a s y p e r s o n , e i t h e r to r e l a t e to 
o r to work w i t h , so i t u a s a somewhat humbl ing e x p e r i e n c e to hear what 
s h e had to s a y . I t came o u t f l u e n t l y w i t h v i r t u a l l y no p a u s e f o r 
thought and a p p a r e n t l y r e f e r s to the e x p e r i e n c e w h i c h she had had i n 
the l a s t y e a r , What c o n t a c t she had had w i t h s o c i a l w o r k e r s i n the 
p a s t I d i d not f i n d o u t but would t h i n k t h a t o v e r the y e a r s t h e r e must 
have been soma, i f o n l y b e c a u s e a son o f H r , F r e e s t o n e ' s f i r s t m a r r i a g e 
u a s i n C a r a . 
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" H e l p f u l i n a c o n s t r u c t i v e w a y , u i e l l my s o c i a l 
w o r k e r i s . I d o n ' t knobf w h a t o t h e r s a r e l i k e * 
Uhen t h i n g s g e t o n t o p o f me she i s a l w a y s w i l l i n g 
t o spend a n .hour w i t h a s y m p a t h e t i c e a r and some 
v e r y c o n s t r u c t i v e v i e w s * We n e v e r f e e l when she 
l e a v e s t he d o o r t h a t t h i n g s have b e e n l e f t u n s a i d 
t h a t s h o u l d have bean s a i d * I t h i n k she g i v e s me 
t h e c o u r a g e t o c a r r y on a n d I f e e l b e t t e r a b o u t 
e v e r y t h i n g * A c h e e r f u l a t t i t u d e b u t c a n be v e r y 
s e r i o u s a n d u n d e r s t a n d i n g a s r e q u i r e d * S h e ' s 
a v a i l a b l e when I need i t b u t she d o e s n ' t i n t r u d e * 
She s a y s t h e r i g h t t h i n g s a t t he r i g h t t i m e . U/e 
g e t d e p r e s s e d a n d l o w a n d t h e n s h e s a y s t h a r i g h t 
t h i n g a t t h e r i g h t t i m e a n d i t g i v e s you t h a t 
l i t t l e b i t o f a p u s h t o go o n * " 
Uhen i t came to t ha q u e s t i o n o f w h a t was t h e i r i m p r e s s i o n o f w h a t 
a s o c i a l w o r k e r d i d t h e r e was a n i n t e r e s t i n g r a n g e o f r e p l i e s b u t two 
c l e a r themes* One was t h a t you w o u l d n o t know i f y o u had n o t had a n y 
c o n t a c t w i t h one and t he o t h e r was t h e v a l u e t h e y p l a c e d o n t he l i a i s o n 
w o r k done by t h e s o c i a l w o r k e r w i t h o t h e r k e y p e o p l e , 
M r s * H u r s t who c o u l d n o t d i f f e r e n t i a t e b e t w e e n h e a l t h v i s i t o r s and 
s o c i a l w o r k e r s and who d i d n o t t h i n k t h a t she had e v e r s e e n t he l a t t e r , 
s a i d t h a t she had no i d e a w h a t t h e y d i d b u t i t was a good j o b and she 
t h o u g h t t h e y w o u l d h e l p a l o t o f p e o p l e . S i m i l a r l y f o r M r s . Fa rmer who 
t h o u g h t t he h e a l t h v i s i t o r was t he s o c i a l w o r k e r ; h e r r e p l y w a s : 
" I t ' s h a r d t o s a y * S h e ' s n o t h i n g t o do i n o u r 
c i r c u m s t a n c e s and she h a s n ' t h e l p e d u s ; when 
i t d i d r e a l l y m a t t e r t h e y d i d n ' t c a l l * " 
Two f a m i l i e s w i t h l o w i n c o m e s l a i d e m p h a s i s o n the a c c e s s t o 
r e s o u r c e s * 
" T h e y b r i n g us s o m e t h i n g y o u d o n ' t t h i n k a b o u t ; 
c a n be h e l p f u l w i t h t h i n g s l i k e t r a n s p o r t * " 
"Oh g o s h ! The f i r s t i m p r e s s i o n i s t h a t t h e y a r e 
g o i n g t o be n o s e y * They c o u l d be more h e l p f u l 
i n g i v i n g more d e t a i l s a b o u t t h i n g s a v a i l a b l e 
f o r e x a m p l e c a r t r a n s p o r t * " 
nr* rnaker s a i d t h a t : 
" Y o u ' v e g o t t o have d e a l i n g s w i t h them b e f o r e 
you know w h a t t h a y d o . I d o n ' t t h i n k I ' v e had 
any c o n t a c t w i t h o n e * What a r e s o c i a l w o r k e r s ? 
A re t h a y W . U . S . l a d i e s ? " 
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M r s . F o r s t e r a l s o m e n t i o n e d n o t h a v i n g had any p r e v i o u s c o n t a c t : 
" I * v 8 n e v e r had any c o n t a c t b e f o r e - r e a d a b o u t 
them b u t o u r c o n t a c t u i i t h t he h o s p i t a l s o c i a l 
w o r k e r has been o u r o n l y o n e . They a r e u n d e r -
s t a n d i n g , h e l p f u l , s i t on t h e s h e l f , say a f e u 
t h i n g s b u t d o n ' t i n t e r f e r e . I t ' s n i c e t o have 
a good c r y and a t a l k t o somebody o u t s i d e t h e 
f a m i l y who i s n o t g o i n g to t a l k t o t h e n e i g h b o u r s , " 
n r , and f ' i r s , Cann r e p l i e d t h a t i f t h e y had b e e n a s k e d w h a t was 
t h e i r i m p r e s s i o n o f s o c i a l w o r k e r s e i g h t e e n m o n t h s • a g o , t h e y w o u l d have 
s a i d t h a t t h e y w e r e w e l l o f f l a d i e s w i t h n o t h i n g t o do o t h e r t h a n g o i n g 
r o u n d d i s h i n g o u t a l m s t o t h e p o o r and n e e d y . Then D r , Cann added 
" B u t now w e ' v e m e t one and e x p e r i e n c e d t h e v e r y 
s p e c i a l i s e d and p r o f e s s i o n a l w o r k w h i c h goes o n 
w i t h t h e p r o b l e m s w h i c h c a n d e v e l o p f r o m i l l n e s s , 
we have a v e r y d i f f e r e n t i m p r e s s i o n , U/e' ve had 
a d v i c e , h e l p , r e a s s u r a n c e , m o r a l s u p p o r t and 
p e r h a p s m o s t i m p o r t a n t , w e ' v e had i n f o r m a t i o n . 
She was t he o n l y p e r s o n who r e a l l y gave us any 
i n f o r m a t i o n ; t he o n l y p e r s o n who t o l d u s w h a t 
i t w o u l d be l i k e . I t ' s b e e n g o o d , " 
' j ihen I p u t t h i s q u e s t i o n t o M r , and M r s , S t a l l m a n who up t o t h a t 
p o i n t i n t h e i n t e r v i e w had been h o n e s t l y c r i t i c a l o f t h e s e r v i c e s t h e y 
had h a d , a n i n t e r e s t i n g d i a l o g u e was t o d e v e l o p b e t w e e n them w h i c h was 
t a p e d and i s o f v a l u e t o r e c o r d i n f u l l , 
n i r s , S t a l l m a n : "She makes me t a l k a l o t - m i n d y o u I f e e l good t a l k i n g 
t o h e r a b o u t how I f e e l w i t h N i g e l b e c a u s e i f I t a l k 
t o one o f my r e l a t i v e s a b o u t i t t h e y t h i n k , , , 
H r , S t a l l m a n : Does i t do any g o o d ? 
n r s , S t a l l m a n : , , , I ' m h a r d a n d t h e y j u s t d o n ' t u n d e r s t a n d . She makes 
me f e e l c o m f o r t a b l e whan I t e l l h e r , , , 
n r , S t a l l m a n : Yes t h a t ' s O .K . b u t , , , 
n r s , S t a l l m a n : I d o n ' t know w h a t t h e s o c i a l w o r k e r t h i n k s o f ma . . . 
n r . S t a l l m a n : Y e s , b u t when t h a t s o c i a l w o r k e r has gone do y o u know 
how t o h a n d l e N i g e l ? 
n r s . S t a l l m a n : I t e l l you t he way I f e e l b u t y o u d o n ' t u n d e r s t a n d , 
n r . S t a l l m a n : I t h a s n ' t s o l v e d t he p r o b l e m has i t ? 
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r i r s , S t a l l m a n : No i t d o e s n ' t s o l v e no p r o b l e m s b u t i t g e t s i t o u t 
o f my s y s t e m how I f e e l ; when t h e y ' v e gone I ' m back 
t o my u s u a l r o u t i n e 
n r . S t a l l m a n : Where i s i t g e t t i n g us? 
n r s . S t a l l m a n : I t d o e s n ' t g e t u s a n y w h e r e b u t i t makes me f e e l g o o d , 
I ' v e had t h i s b o t t l e d i n s i d e me f o r s i x y e a r s and I va 
n o t been a b l B t o e x p r e s s my f e e l i n g s t o a n y b o d y w h i c h 
i s w h a t I w a n t . I mean i f I t e l l my Mum she t h i n k s 
I ' m h a r d , ' d o n ' t be s i l l y ' she s a y s . I f I t e l l F r a n k 
he s a y s , ' d o n ' t be so s i l l y , h e ' s a l o v e l y b o y . They 
d o n ' t u n d e r s t a n d how I f e e l u n l e s s . . . ^ 
n r . S t a l l m a n : I u n d e r s t a n d how y o u f e e l a n d I ' v e g o t s t r o n g e r f e e l i n g s 
f o r T r i s t a n I m u s t a d m i t . . . 
P l r s . S t a l l m a n : You f e e l s o r r y f o r h i m ; y e s I f e e l s o r r y f o r h im i n a 
s e n s e e s p e c i a l l y when he g o e s t h r o u g h a l l t h e s e t e s t s . 
I mean t h a t s o m e t i m e s I c o u l d c r y w i t h a l l t h e s e 
i n j e c t i o n s a n d b l o o d t e s t s w h i c h he has - I c o u l d r e a l l y 
c r y f o r h im because t o me he i s b e i n g u s e d as a g u i n e a 
p i g . T h a t ' s my i m p r e s s i o n . . . 
M r . S t a l l m a n : P e r h a p s you we re used as a g u i n e a p i g whan he was b o r n . . . 
M r s . S t a l l m a n : . . . t o me i t seems t h a t N i g e l i s b e i n g u s e d as a g u i n e a 
p i g and i t ' s good f o r me t o g e t i f o f f my c h e s t a b o u t 
t h e way I am f e e l i n g t o somebody who w i l l l i s t e n . Ny 
r e l a t i o n s j u s t t h i n k I am h a r d . . . " 
T h i s d i a l o g u e seems to d e m o n s t r a t e t h e d i f f i c u l t y o f p r o v i n g t h e 
v a l u e o f s o c i a l w o r k s u p p o r t . E a r l i e r M r s . S t a l l m a n had b e e n c r i t i c a l . .. 
o f j u s t t a l k i n g w i t h t h e s o c i a l w o r k e r and i t n o t g e t t i n g a n y w h e r e . Y e t 
h e r e n r s . S t a l l m a n d e s c r i b e s how she had f e l t i t was h e l p f u l t o t a l k t o 
somebody o u t s i d e t h e f a m i l y n e t w o r k and t h a t was r e a l l y a s much a s she 
e v e r saw t he s o c i a l w o r k e r d o i n g . For F-lr. S t a l l m a n , who saw no c h a n g e 
i n t h e s i t u a t i o n as a r e s u l t o f the s o c i a l w o r k , i t was a case o f 
q u e s t i o n i n g t h e w o r t h o f t h e t i m e b e i n g s p e n t upon i t . Wha t n e i t h e r o f 
them r e a l i s e d was t h a t t he s o c i a l w o r k e r was a t t h e same t i m e w o r k i n g 
w i t h t he e d u c a t i o n a l p s y c h o l o g i s t , t h e c o n s u l t a n t and t he t e a c h e r s i n 
t he s c h o o l , p e r s u a d i n g them n o t t o f o r c e t h e i s s u e o f t r a n s f e r t o 
s p e c i a l s c h o o l because t h i s m i g h t w e l l c a u s a a t o t a l r e j e c t i o n o f N i g e l . 
f ' l r s . S t a l l m a n , and ha r p a r e n t s , we re a d a m a n t t h a t N i g e l was n o t t o go 
to a s p e c i a l s c h o o l . They w o u l d r a t h e r pay f o r h i m t o go to a s e c o n d 
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r a t e p r i v a t e s c h o o l t h e r e b y c a u s i n g t h e m s e l v e s c o n s i d e r a b l e f i n a n c i a l 
h a r d s h i p . So a l t h o u g h M r . S t a l l m a n saw no change i n t he s i t u a t i o n t he 
s o c i a l u f o r k e r u a s b e a u e r i n g away o n t h e s i d e l i n e s t o p r e v e n t t h e 
s i t u a t i o n b e i n g , a s t h e y u iou ld have v i e u e d i t , made w o r s e . I n t i m e t h e 
n a t u r e o f N i g e l ' s d i s a b i l i t y w o u l d c a u s e h i m t o f a l l ;so f a r b e h i n d h i s 
p e e r g r o u p t h a t h i s p a r e n t s w o u l d p r o b a b l y come t o a c c e p t t h e n e c e s s i t y 
f o r s p e c i a l e d u c a t i o n , b u t a t t h i s t i m e t h e y w e r e n o t r e a d y f o r i t and 
e d u c a t i o n a l l y t h e s i t u a t i o n was n o t d e s p e r a t e . 
H o w e v e r , t h i s d i a l o g u e e n c a p s u l a t e s t h e d i l e m m a o f m e a s u r i n g s u c h 
i n t a n g i b l e e l e m e n t s i n s o c i a l w o r k a s ' l i s t e n i n g * , ' v e n t i l a t i n g ' and 
' s u p p o r t ' . For t h o s e who may be h a v i n g i t , i t f e e l s h e l p f u l ; f o r t h o s e 
who l o o k on i t i s b a f f l i n g ' . I t a l s o showed some a m b i v a l o n c e a b o u t i t 
o n n r s . S t a l l m a n ' s p a r t . She was c r i t i c a l o f n o t h i n g s e e m i n g t o be 
a c h i e v e d , b u t when h e r h u s b a n d b e g a n to q u e r y i t s v a l u e she t r i e d to 
e x p l a i n t h a t i t f e l t good e v e n i f she c o u l d n o t e x p l a i n w h a t had been 
d o n e . 
A l t h o u g h f o r soma p a r e n t s t h e r e had bean c o n f u s i o n a b o u t my r o l e 
a n d two m o t h e r s d i d n o t remember e v e r h a v i n g s e e n me, t h a m a j o r i t y a p p e a r 
t o be c l e a r and a c c u r a t e i n t h e i r u n d e r s t a n d i n g o f w h a t I had been 
a t t e m p t i n g t o d o . P r e v i o u s l y I have w r i t t e n t h a t one o f t ha a r e a s o f 
c o n c e r n a b o u t v e r y e a r l y i n t e r v e n t i o n i n s i t u a t i o n s w h e r e t h e r e wes so 
much m e d i c a l u n c e r t a i n t y a b o u t b o t h t h e d i a g n o s i s a n d t h a p r o g n o s i s , 
was t h a t t h e a r r i v a l o f a s o c i a l w o r k e r m i g h t be a l m o s t p r e c i p i t a t i n g 
a l a r m . To some o f t h e p a r e n t s a t t h e h o s p i t a l she was a l r e a d y l a b e l l e d 
" t h e s o c i a l w o r k e r f o r t he h a n d i c a p p e d " , so i f , w i t h s u c h a t a g , she 
began t o w o r k w i t h a f a m i l y i t c o u l d , a l t h o u g h i n c o r r e c t l y , c o n v e y t o 
t h e p a r e n t s t h a t a h a n d i c a p was s u s p e c t e d i n t h e i r c h i l d . 
T h e r e was no e v i d e n c e f r o m t h e a n s w e r s t o t h e q u e s t i o n n a i r e , n o r 
f r o m the more g e n e r a l d i s c u s s i o n w h i c h was t a p e r e c o r d e d , t h a t t h i s 
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had e v e r been t h a c a s e * 
The o n l y f a m i l y w h i c h had f o u n d t h e i n t e r v e n t i o n t o t a l l y u n h e l p f u l 
w e r e t h e B a t e s . They had been r e f e r r e d a t a l a t e s t a g e a n d had some 
f a i r l y s t r o n g v i e w s a b o u t who needed s o c i a l w o r k e r s * f i r s . B a t e s comments 
a b o u t t h e r e f e r r a l a r e o f s i g n i f i c a n c e : 
" I g o t a b i t f r i g h t e n e d t o t h i n k t h a t I needed 
a s o c i a l w o r k e r * B u t t h e n I k e p t b u r s t i n g i n t o 
t e a r s e v e r y f i v e m i n u t e s . I f e l t she was a s k e d 
t o come because I was g e t t i n g m y s e l f i n t o a s t a t e 
a n d I needed somebody t o g e t me o u t o f i t , a n d 
t h a t was w h a t r e a l l y f r i g h t e n e d me t h a t I j c o u l d 
g e t i n t o t h a t s i t u a t i o n . I f e l t I was h e a d i n g f o r 
a n e r v o u s b r e a k d o w n i f I g o t t o t h a t s t a g e . I t 
p u l l s you up a b i t and makes y o u r e a l i s e . . . " 
A l t h o u g h t he c o n t a c t had f e l t u n h e l p f u l , i n a n o t h e r way i t had 
b r o u g h t r i r s . B a t e s t o h e r s e n s e s a n d made h e r r e a l i s e t h a t i f s h e d i d 
n o t s t a r t to cope w i t h t h e s i t u a t i o n she w o u l d become ' a c a s e ' w h i c h 
f o r h e r w o u l d be v e r y d e g r a d i n g * I n some r e s p a c t s I was s u r p r i s e d t h a t 
t h a y a g r e e d to do t h e r e s e a r c h q u e s t i o n n a i r e , b u t t h e y w e l c o m e d t h e 
o p p o r t u n i t y t o e x p l a i n t h e i r a t t i t u d e and f e l t a s d i d many o f t h e 
p a r e n t s t h a t i t was a c h a n c e to do s o m e t h i n g t o h e l p t h e h o s p i t a l , and 
t h i s gave them c o n s i d e r a b l e p l e a s u r e . A n o t h e r m o t h e r , f i r s * P r o c t o r 
c a l l e d i n t o see me a t t he h o s p i t a l a few d a y s a f t e r d o i n g t he r e s e a r c h 
i n t e r v i e w to t e l l me how much h e r husband had e n j o y e d t a k i n g p a r t i n 
t h e s u r v e y * He had n e v e r l i k e d t h e p a e d i a t r i c i a n and s h e f e l t he had 
a l m o s t a s l i g h t l y w a r p e d v i e w o f t h e h o s p i t a l c a r e , b u t d u r i n g t h e 
e v a l u a t i o n ha had come to a p p r e c i a t e how much we w e r e c o n c e r n e d w i t h 
d o i n g t he b e s t we c o u l d f o r t ha p a r e n t s . He f e l t f l a t t e r e d t h a t we 
s h o u l d w a n t t o seek h i s o p i n i o n * 
S i n c e t h e r e was no e v i d e n c e i n t h e r e s e a r c h s u r v e y t o s u g g e s t 
t h a t e a r l y c o n t a c t c a u s e d i n c r e a s e d a n x i e t y , and i n f a c t t h e p a r e n t s 
g e n e r a l l y had f o u n d t he s o c i a l w o r k i n t e r v e n t i o n t o be h e l p f u l , t h e r e 
w o u l d a p p e a r t o ba no m a j o r r e a s o n s a g a i n s t o f f e r i n g s o c i a l w o r k h e l p 
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e a r l y . I f p a r e n t s , d u r i n g t i m e s o f m e d i c a l u n c e r t a i n t y , a r e a n x i o u s 
a n d u n d e r s t r e s s t h e n i t i s more l i k e l y t h a t t h e y w i l l ba r e c e p t i v e 
t h a n , t o o f f e r s o f h e l p , r a t h e r t h a n l a t e r when f o r b a t t e r o r f o r w o r s e , 
t h e p r o b l e m s a r e b e i n g r e s o l v e d . T h i s w o u l d f i t i n w i t h t h e r e s e a r c h 
f i n d i n g s o f l i i o l k o n on e a r l y i n t e r v e n t i o n i n c r i s i s s i t u a t i o n s b e i n g more 
e f f e c t i v e , and t he f i n d i n g s o f t h i s l i m i t e d s a m p l e w o u l d j u s t i f y t h e 
e x t e n s i o n o f t he d e f i n i t i o n o f c r i s i s t o i n c l u d e s t r e s s f u l e v e n t s o f a 
m o r e i n d e f i n i t e n a t u r e . 
DISCUSSION 
The e v a l u a t i o n i n t h i s c h a p t e r has c o n c e n t r a t e d u p o n t h e s o c i a l 
w o r k i n p u t . R e f e r e n c e s to w h a t t h e d o c t o r s d i d w a r e o n l y i n c i d e n t a l i n 
t h a t i t wes a c o m p o n e n t o f t h e i n i t i a l t e l l i n g s i t u a t i o n o n a n o t h e r p e r t 
o f t h e teamwork p r o c e s s . I had no p e r m i s s i o n f r o m m e d i c a l c o l l e a g u e s 
d i r e c t l y t o s e e k f e e d b a c k o n t h e i r p e r f o r m a n c e a n d i t w o u l d have been 
q u i t e w r o n g f o r me to have done s o . 
G e n e r a l l y t h e s o c i a l w o r k i n p u t had been f a v o u r a b l y r e c e i v e d b u t 
t h i a i r o e s p o n s a needs to be v i e w e d w i t h c a u t i o n b e c a u s e i t m i g h t have been 
a f f e c t e d by t h e r e s e a r c h e r b e i n g t h a s o c i a l w o r k e r r e s p o n s i b l e f o r t h e 
s e r v i c e . I t mey be e a s i e r t o sey s o m e t h i n g p o s i t i v e r s t h e r t h a n n e g a t i v e 
when t h e p e r s o n i n v o l v e d i s s i t t i n g o p p o s i t e a s k i n g t h e q u e s t i o n s . So 
i d e a l l y i t m i g h t have g i v e n a t r u e r p i c t u r e i f a n o t h e r p a r s o n had e v a l -
u a t e d w i t h t h e p a r e n t s t h e s o c i a l w o r k i n p u t . T h a t i s n o t t o d e t r a c t 
f r o m t h a v a l u e o f e v a l u a t i n g f r o m a s h a r e d b a s i s some o f t h a m o s t p a i n -
f u l p a r t s o f t h e e x p e r i e n c e , n o r n e g l e c t t h a f a c t t h a t soma p a r e n t s 
s a i d t h e y w o u l d n o t have p a r t i c i p a t e d i n t h e s u r v e y i f t h e y had b e e n 
a s k e d by a s t r a n g e r . 
Wha t t h e p a r e n t s s a i d h a p p e n e d , end w h a t t h e s o c i a l w o r k e r r e c o r d e d 
e s h a v i n g h a p p e n e d , w e r e soma t i m e s a t v a r i a n c e . An e x e m p l a i s t h e 
A l l e n ' s e x p e r i e n c e o f b e i n g t o l d ( p . 1 9 9 ) when t h e y do n o t remember 
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h e a r i n g i t s a i d t h a t t h e i r baby was g o i n g t o d i e y e t t h e s o c i a l w o r k e r 
had r e c o r d e d t h a t t h e y we re t o l d t h a t t h e baby w o u l d n o t l i v e , E i t h e r 
p a r t y c o u l d be r i g h t ' . The s i g n i f i c a n c e i s t h a t i n t i m e s o f s t r e s s t h e r e 
m i g h t be d i s c r e p a n c i e s i n t h e r e c o l l e c t i o n s o f w h a t o c c u r s and t h i s 
r e q u i r e s g r e a t e r s e n s i t i v i t y a n d c a r e i n r e p e a t i n g i n f o r m a t i o n . 
The p a r e n t s need t o be g i v e n i n f o r m a t i o n i n t e r m s t h a t a r e u n d e r -
s t a n d a b l e t o them cape o u t many t i m e s , a s d i d t h e need t o c o n v e y i t e a r l y . 
P a r e n t s r e c a l l p i c k i n g up massages f r o m t h e g e n e r a l a t n i o s p h e r e o f t e n s i o n 
i n t h e w a r d and s e n s i n g t h a t s o m e t h i n g was w r o n g . Once t h e i r own a n x i e t y 
l e v e l s w a r e h a i g h t a n a d t h e i r r e s p o n s e s t o t h a s i t u a t i o n m i g h t g e t o u t o f 
a l l p r o p o r t i o n . 
Nobody had o b j e c t e d to b e i n g o f f e r e d h e l p . T h i s i s i m p o r t a n t f o r 
t h o s e p r o f e s s i o n a l s who m i g h t h e s i t a t e a b o u t t h a i s s u e o f ' t h e r i g h t t o 
i n t e r v e n e i n a n o t h e r ' s l i f e , " An o f f e r o f h e l p i s n o t a n i n t r u s i o n p r o -
v i d e d i t i s mada i n s u c h a way t h a t i t c a n be r e j e c t e d c o m f o r t a b l y . 
P e r h a p s t he m o s t i m p o r t a n t f a c t t o emerge f r o m t h i s s u r v e y was t h a t 
t h e r e was n o t s u c h a g r e a t l y i m p r o v e d s e r v i c e as t h e p r o f e s s i o n a l s w o u l d 
h a v e w i s h e d . The s o c i a l w o r k e r may have f e l t more c o n f i d e n t o f t h a s u c c e s s 
o f t h e e x p e r i m e n t a t i o n t h a n was i n f a c t w a r r a n t e d . I n the a r e a s w h e r e 
n u m e r i c a l measu remen t was p o s s i b l e , i . e . i n t h e i n i t i a l t a i l i n g s i t u -
a t i o n , n e a r l y h a l f o f t h a m o t h e r s a n d a q u a r t a r o f t h e f a t h e r s r e p o r t e d 
h a v i n g been t o l d o n t h a i r o w n . I n a s y s t e m whe re j o i n t t e l l i n g was p r o -
f e s s e d t o be e v e r y team members i d e a l t h i s was f a r l a s s s a t i s f a c t o r y 
t h a n had been e x p e c t e d . On t h e o t h e r h a n d , t h e r e i s g e n e r a l l y f a r l e s s 
a g g r e s s i o n b e i n g c h a n n e l e d t o t h e s u p p o r t i n g s e r v i c e s , i n p a r t i c u l a r t he 
s o c i a l w o r k and m e d i c a l , t h a n was t h e c a s a w i t h t he o r i g i n a l s u r v e y o f 
t he g r o u p . 
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CHAPTER 7 
D i s c u s s i o n o f t h e F i n d i n g s . 
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"The i m p a c t o f t h e a r r i v a l o f a h a n d i c a p p e d 
c h i l d on t he l i f e o f a f a m i l y i s t r e m e n d o u s , 
s o m e t i m e s o v e r w h e l m i n g . " 
E i l a a n Y o u n g h u s b a n d . 
THE PROBLEn 
I n t r o d u c t i o n 
"The c a r e o f h a n d i c a p p e d c h i l d r e n i s a n a r e a o f s e r v i c e d i v i d e d 
a w k w a r d l y b e t w e e n e d u c a t i o n , h e a l t h a n d s o c i a l s e r v i c e s . " ( S a i n s b u r y , 
( 1 9 7 7 ) ) . A t t h e v a r y b e g i n n i n g o f t he r e s e a r c h p r o j e c t t h e r e was c l e a r 
e v i d e n c e t h a t no one D e p a r t m e n t assumed t o t a l r e s p o n s i b i l i t y , b e c a u s e 
a c e n t r a l r e g i s t e r o f h a n d i c a p p e d c h i l d r e n d i d n o t e x i s t . The s p e c i a l 
s c h o o l s had l i s t s o f t he c h i l d r e n who a t t e n d e d , t h e A r e a H e a l t h O f f i c e 
h a d r e c o r d s o f t h o s e c h i l d r e n r e f e r r e d by t h e h o s p i t a l f o r a l l o c a t i o n 
t o t h e h e a l t h v i s i t o r s ; t h e S o c i a l S e r v i c e s had a few c h i l d r e n o n i t s 
D i s a b l e d P e r s o n R e g i s t e r and t he h o s p i t a l had t h e m e d i c a l n o t e s o n t h e 
c h i l d r e n t he p a e d i a t r i c i a n s w e r e t r e a t i n g , b u t none o f t h e a g e n c i e s was 
t a k i n g o v e r a l l r e s p o n s i b i l i t y and i n e v i t a b l y t h e r e w e r e s e v e r a l c h i l d r e n 
who d i d n o t b e l o n g i n any c a t e g o r y a n d w e r e s l i p p i n g t h r o u g h t he n e t . 
The c o m p a r t m e n t a l i s e t i o n i n t o d i f f e r e n t a r e a s o f p r o f e s s i o n a l r e s p o n s i -
b i l i t y mean t t h a t h a n d i c a p was n o t s e e n a s a w h o l e p r o b l e m , b u t a s a 
f r a g m e n t e d one f o r w h i c h e a c h D e p a r t m e n t t o o k p a r t i a l r e s p o n s i b i l i t y . 
The E d u c a t i o n D e p a r t m e n t t h o u g h t i n t e r m s o f t h e s p e c i a l e d u c a t i o n a l 
r e q u i r e m e n t s , t he H e a l t h D e p a r t m e n t c o n s i d e r e d d i a g n o s i s and p r o g n o s i s 
a n d t h e S o c i a l S e r v i c e s seemed e v e n l e s s c e r t a i n o f i t s f u n c t i o n b u t 
o f f e r e d some c o u n s e l l i n g a n d a c c e s s t o some m a t e r i a l r e s o u r c e s . A l t h o u g h 
t h e exchange o f i n f o r m a t i o n was a d e q u a t e a n d good i n f o r m a l l i n k s o f l o n g 
s t a n d i n g e x i s t e d , no one a g e n c y was t a k i n g t h e key r o i a o f b e i n g r e s -
p o n s i b l e f o r the c h i l d i n h i s f a m i l y and o r g a n i s i n g t h e r e s o u r c e s to 
m e e t t he needs o f t h a t u n i t . W h e t h e r O L n o t t h i s w o u l d happen i f a 
c e n t r a l r e g i s t e r w e r e t o be c r e a t e d i s o p e n t o d e b a t e , b u t such a 
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r e g i s t e r w o u l d l e a d t o some m e a s u r e o f c e n t r a l i s i n g a n d f o c u s s i n g o f 
i n f o r m a t i o n w h i c h seems t o be e s s e n t i a l . I had t o c o m p i l e my own r e g i s t e r 
by c o n s u l t i n g e v e r y known l i s t o f h a n d i c a p p e d c h i l d r e n and t h e r e we re 
s e v e r a l i n s t a n c e s o f l i s t s n o t t a l l y i n g and c h i l d r e n b e i n g known to o n l y 
o n e a g e n c y . 
P a r t l y i n r e s p o n s e to my r e s e a r c h h a v i n g e x p o s e d a d e f i c i e n c y and 
p a r t l y i n r e s p o n s e to i n t e r n a l d e v e l o p m e n t s a m e e t i n g was h e l d w h i l e I 
was a t t he h o s p i t a l t o t r y t o e s t a b l i s h a p r o c e s s w h e r e b y s u c h a r e g i s t e r 
c o u l d be c r e a t e d and k e p t up t o d a t e . I t was f i n a l l y d e c i d e d t h a t i t 
w o u l d be h e l d by t h e h e a l t h v i s i t o r f o r h a n d i c a p p e d c h i l d r e n and i n f o r -
m a t i o n a b o u t any n e w l y d i a g n o s e d h a n d i c a p p e d c h i l d was to be f e d to h e r . 
A l t h o u g h , a t t h e m e e t i n g i t was c o n s i d e r e d t h a t she was t h e m o s t s u i t a b l e 
p e r s o n , t h e o b v i o u s d i s a d v a n t a g e s o f t h i s a r r a n g e m e n t a r e t h a t she i s 
l i k e l y t o p i c k up o n l y t he u n d e r 5 y e a r o l d s and t h a t t he w h o l e scheme i s 
v e r y d e p e n d e n t upon the v o l u n t a r y a c t i o n o f v e r y many c o l l e a g u e s . 
The UJarnock R e p o r t recommends t h a t t h e r e be a Named P e r s o n and 
s u g g e s t s t h e head t e a c h e r f i l l s t h i s p o s i t i o n ; t h e C o u r t R e p o r t e n v i s a g e s 
a D i s t r i c t H a n d i c a p team w i t h t he C o n s u l t a n t Commun i t y P a e d i a t r i c i a n f u l -
f i l l i n g t h i s key p e r s o n r o l e . E a c h r e f l e c t s t h a t e r m s o f r e f e r e n c e and 
t h e f o c u s o f t h e i r r e s p e c t i v e a r e a o f a t t e n t i o n . E q u a l l y i t c o u l d be 
a r g u e d t h a t t h e r e i s immense v a l u e i n h a v i n g a s o c i a l w o r k e r a c t i n g a s 
a k e y p e r s o n , u lhoever i t i s , t he move t h a t seems t o be needed i s t o w a r d s 
t h e team mode l o f s e r v i c e d e l i v e r y w h i c h m u s t be c o - o r d i n a t e d by a l e a d e r 
w i t h a n a b i l i t y t o u n d e r s t a n d a l l t he m u l t i - d i s c i p l i n a r y c o m p o n e n t s o f 
h a n d i c a p and w e l d t he f r a g m e n t e d w i s d o m o f t h r e e d i s c i p l i n e s i n t o a 
s p e c i a l i s e d s e r v i c e f o r h a n d i c a p p e d c h i l d r e n a n d t h a i r f a m i l i e s . Such a 
move t o w a r d s a g r e a t e r s h a r i n g o f t h e t a s k w o u l d r e q u i r e a m a j o r s h i f t 
i n a t t i t u d e , p a r t i c u l a r l y p e r h a p s on t h e p a r t o f t he m e d i c a l p r o f e s s i o n 
w h e r e t h e r e w o u l d need to be an a d j u s t m e n t i n t h e i r h i t h e r t o somewhat 
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h i e r a r c h i c a l p a t t e r n o f o p e r a t i n g i n r e l a t i o n t o o t h e r p r o f e s s i o n a l s t o 
one o f more e q u a l p a r t n e r s h i p . 
O t h e r p r o f e s s i o n a l s a r e b e g i n n i n g t o r e a l i s e f r o m t h e i r own e x p e r -
i e n c e t h a t t h e y m u s t i n c l u d e k n o w l e d g e beyond t h a t o f t h e i r n a r r o w 
p r a c t i c e b a s e . D r . M i a K e l l m e r P r i n g l e has w r i t t e n : - " I n t h e p a s t t h i r t y 
y e a r s a r e v o l u t i o n has been b r o u g h t a b o u t i n t h e h e a l t h a n d p h y s i c a l 
d e v e l o p m e n t o f c h i l d r e n by a p p l y i n g new m e d i c a l a n d s c i e n t i f i c m e a s u r e s . 
I n t h e n e x t t h i r t y y e e r s a s i m i l a r r e v o l u t i o n . . . c o u l d be b r o u g h t a b o u t 
i n t h e i r m e n t a l h e a l t h by a p p l y i n g new s o c i a l , p s y c h o l o g i c a l and e d u c -
a t i o n a l k n o w l e d g e . " ( 1 9 6 6 ) . She t a k e s i t f o r g r a n t e d t h a t no one o f t h e 
h e l p i n g p r o f e s s i o n s c a n o p e r a t e i n i s o l a t i o n a n d t h a t m u l t i - d i s c i p l i n a r y 
a c t i o n s a r e e s s e n t i a l i f we a r e t o c o u n t e r s u c c e s s f u l l y p e r s o n a l a n d 
s o c i a l p r o b l e m s . The t e n d e n c y f o r t h e d i s c i p l i n e s t o w o r k s e p a r a t e l y i n 
t h e P l y m o u t h f i e l d o f h a n d i c a p was e a r l y a p p a r e n t and t h i s t e n d e n c y made 
f u r t h e r d i f f i c u l t i e s f o r t h e f a m i l i e s a s t h e y s t r u g g l e d t o c o u n t e r t h e 
p r o b l e m s o f h a n d i c a p . As a n e x a m p l e , g e t t i n g a h a n d i c a p p e d c h i l d t o an 
o u t - p a t i e n t a p p o i n t m e n t i s n o t a n e a s y m a t t e r a n d i f t h a f a m i l y does 
n o t p o s s e s s t r a n s p o r t t h e n i t i s e v e n more d i f f i c u l t . S e v e r a l p a r e n t s 
t o l d me t h a t t hey w o u l d r e c e i v e a w h o l e s e r i e s o f d a t e s a n d t i m e s t o see 
v a r i o u s p a r a - m e d i c a l s p e c i a l i s t s f o r a r a n g e o f t e s t i n g . O f t e n t h e s e 
w o u l d be i n t he same p l a c e , t h e C h i l d D e v e l o p m e n t C e n t r e . I f o n l y t h e 
C o m m u n i t y H e a l t h P h y s i c i a n , t h e s p e e c h t h e r a p i s t a n d t h e e d u c a t i o n a l p s y -
c h o l o g i s t c o u l d s y n c h r o n i s e t h e i r t i m e t a b l e s and c a l l one c h i l d f o r one 
s e s s i o n and do a l l t h e t e s t i n g a t t h e same t i m e , n o t o n l y w o u l d t h i s be 
e c o n o m i c a l o f p r o f e s s i o n a l t i m e , i t w o u l d save t h e p a r e n t s h o u r s o f 
e x h a u s t i n g t r a v e l l i n g and w a i t i n g . 
D u r i n g t he c o u r s e o f t h a p r o j e c t t h e r e emerged some e a r l y s i g n s o f 
c l o s e r c o - o p e r a t i o n , a l i t t l e o f w h i c h emana ted d i r e c t l y f r o m t h e w o r k 
I was d o i n g , and much more f r o m a n a t u r a l p r o c e s s o f r e a l i s a t i o n t h a t 
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t h e r e i s v a l u e i n t he c a r i n g p r o f e s s i o n s c o - o r d i n a t i n g t h e i r e x p e r t i s e * 
The r a t i o o f i m p a i r e d c h i l d r e n to t he n o r m a l c h i l d p o p u l a t i o n r e m a i n s 
a p p r o x i m a t e l y 3 : 1 0 0 , b u t b e c a u s e t h e n a t i o n a l b i r t h r a t e i s r e d u c i n g , t h e 
number o f t h e s e c h i l d r e n b e i n g b o r n i s a l s o f a l l i n g so t h e a b s o l u t e t o t a l 
i s s m a l l e r * I n a d d i t i o n t h e e a r l y d e t e c t i o n o f a b n o r m a l i t i e s by a m n i o -
c e n t e s i s t e s t i n g and t h e w i d e s p r e a d d i s i n c l i n a t i o n now t o o p e r a t e o n 
s e v e r e s p i n a b i f i d a s has c o n t r i b u t e d t o a r e d u c t i o n i n t h e numbers o f 
a b n o r m a l b a b i e s b e i n g b o r n o r l i v i n g b e y o n d t he n e o n a t a l p e r i o d . B u t , 
t o c o u n t e r t h e s e f a c t o r s v a s t l y i m p r o v e d i n f a n t r e s u s c i t a t i o n t e c h n i q u e s 
a n d s o p h i s t i c a t e d n e o n a t a l baby c a r e i s r e d u c i n g t h e n e o n a t a l d e a t h r a t a , 
a n d e n s u r i n g t h a t s e v e r a l h a n d i c a p p e d c h i l d r e n , who p r e v i o u s l y w o u l d n o t 
h a v e s u r v i v e d , now l i v e t o c h i l d h o o d a n d b e y o n d . Such a n e x a m p l e i s (^ark 
Cox who was m o s t r i g o r o u s l y r e s u s c i t a t e d f o u r t i m e s i n o n e a f t e r n o o n a n d 
t h e r e a f t e r had no f u r t h e r p r o b l e m s w i t h h i s b r e a t h i n g a n d l i v e d * A n o t h e r 
baby (Amanda O l d ) , a l t h o u g h f i n a l l y she d i d d i e , l i v e d f o r v e r y much 
l o n g e r t h a n w o u l d , u n t i l r e c e n t l y , have been t h o u g h t p o s s i b l e . She was 
one o f the s m a l l e s t and m o s t p r e m a t u r a b a b i e s t o be b o r n i n t h e h o s p i t a l 
a n d by u s i n g some o f t h e m o s t u p - t o - d a t e k n o w l e d g e a n d e q u i p m e n t she 
was k e p t a l i v e a n d e v e n began to g a i n a l i t t l e g r o u n d f o r n e a r l y a m o n t h * 
Had she l i v e d s h e , l i k e mark C o x , w o u l d have been h a n d i c a p p e d * 
So o v e r t he t h r e e y e a r p e r i o d o f t h e r e s e a r c h t h e r e w e r e t r e n d s 
d e v e l o p i n g w h i c h had a n e f f e c t on t h e t o t a l p r o b l e m * F o r some m o t h e r s 
who had n o t bean c o n s i d e r e d a t r i s k a n d e l i g i b l e f o r a m n i o c e n t e s i s and 
t h a n whose b a b i e s we re b o r n w i t h a b n o r m a l i t i e s , t h e k n o w l e d g e o f t he 
l i m i t e d a v a i l a b i l i t y o f t h e s e d i a g n o s t i c a i d s made f o r some b i t t e r 
f e e l i n g s * Susan W i l l i a m s ' p a r e n t s w e r e u p s e t a b o u t many t h i n g s , and a 
f a i l u r e t o d e t e c t t h e i r c h i l d ' s c o n d i t i o n e a r l y i n t h e p r e g n a n c y r a n k l e d 
w i t h them. I n t h e i r n e x t p r e g n a n c y f i r s . W i l l i a m s had t h e t e s t and b o t h 
w e r e d e l i g h t e d t o know a t a n e a r l y s t a g e t h a t n o t o n l y was t h a baby 
d e v e l o p i n g n o r m a l l y b u t t h a t i t was a boy* C o n v e r s e l y PHark C o x ' s 
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f a t h e r was a n g r y t h a t t h e s u p e r i o r r e s u s c i t a t i o n t e c h n i q u e s u s e d o n h i s 
s o n mean t t h a t he l i v e d to be n o t h i n g more t h a n "a g u i n e a p i g f o r t h e 
m e d i c a l p r o f e s s i o n " and a t e r r i b l e b u r d e n o n h i s p a r e n t s . He a r g u e d 
s t r o n g l y t h a t n a t u r e i n t e n d e d t h a t n a r k s h o u l d d i e when h i s b r e a t h i n g 
s t o p p e d and t h a t t h i s s h o u l d have been a l l o w e d t o h a p p e n . I n s i t u a t i o n s 
s u c h a s t h i s i t seems t h a t m e d i c a l a d v a n c e s may add t o t h e p r o b l e m s 
w h i c h t h e p a r e n t s o f h a n d i c a p p e d c h i l d r e n have t o faQQ. 
A c o m p a r a t i v e e x a m i n a t i o n o f t h e d a t a p r o v i d e d by t h e C o n t r a s t a n d 
E x p e r i m e n t a l G r o u p s . 
The two g r o u p s had much i n common. A l l o f t h e p a r e n t s had a c h i l d 
who was h a n d i c a p p e d , b u t t h e n a t u r e o f t h e h a n d i c a p , t h e v a r y i n g f a m i l y 
b a c k g r o u n d s and r e s o u r c e s , a n d t h e e x p e r i e n c e s o f p r o f e s s i o n a l c a r e 
w h i c h t h e y had we re n o t a l l t h e same. Some o f t he C o n t r a s t Group had 
had a m i l d dose o f s o c i a l w o r k t r e a t m e n t ; a l l o f t h e E x p e r i m e n t a l Group 
had had a p l a n n e d programme o f s o c i a l w o r k a v a i l a b i l i t y . No t a l l t h e 
f a m i l i e s w a n t e d o r needed o n - g o i n g h e l p . From the e v i d e n c e p r o v i d e d by 
t h i s r e s e a r c h i t does n o t a p p e a r t o be t r u e t h a t " a l l f a m i l i e s w i t h a 
h a n d i c a p p e d c h i l d need a s o c i a l w o r k e r . " Soma f a m i l i e s do c o p e and f r o m 
t h e s e we l e a r n e d much a b o u t w h a t i s n e c e s s a r y and needed t o mee t t h e 
c h a l l e n g e . P e r h a p s t he m o s t i m p o r t a n t message was t h e a b i l i t y t o l e t 
go o f some o f the r e s p o n s i b i l i t y f o r c a r i n g f o r t he c h i l d , t o s h a r e t he 
b u r d e n e i t h e r i n the e x t e n d e d f a m i l y o r by m a k i n g u s e o f a l t e r n a t i v e 
s h o r t t e r m c a r e , n o t n e c e s s a r i l y a l w a y s w i t h i n t he s t a t e p r o v i s i o n . 
Some r e l a t i v e s a p p e a r e d to ba m a r v e l l o u s a t h e l p i n g o u t a n d w h e r e t h e r e 
was a y o u n g , a c t i v e m a t e r n a l g r a n d m o t h e r who p l a y e d a v i t a l p a r t i n t he 
c a r i n g r o l e , the s i t u a t i o n seemed t o be e a s e d c o n s i d e r a b l y . Where t he 
p a r e n t s e n j o y e d a c l o s e r e l a t i o n s h i p w i t h e a c h o t h e r and s h a r e d t h e 
b u r d e n , i t seemed to a u g u r w e l l f o r t h e f u t u r e and i t a l s o h e l p e d to 
be f i n a n c i a l l y r e a s o n a b l y w e l l o f f . B u t p e r h a p s t he m o s t i m p o r t a n t 
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f a c t o r was t he p e r s o n a l i t y o f t h e p a r e n t s . I f t h e y had the e m o t i o n a l 
r e s o u r c e to r i s e and mee t the c h a l l e n g e , t o be a b l e t o l a u g h a t i t 
o c c a s i o n a l l y , i n s t e a d o f a l w a y s w e e p i n g a n d t o seek f o r some . . p o s i t i v e s 
i n t h e s i t u a t i o n , t h e n t h e s e p a r e n t s a p p e a r e d t o be a b l e t o manage . 
1 ) A t t i t u d e s t o r e s o u r c e s 
T h i s r e s e a r c h has i n d i c a t e d t h a t i n d i v i d u a l f a m i l y n e e d s v a r y c o n -
s i d e r a b l y and t h a t a w i d e r a n g e o f f a c i l i t i e s a r e n e c e s s a r y . H o w e v e r , 
t h e r e a r e c e r t a i n r e s o u r c e s w h i c h seem to be more p o p u l a r t h a n o t h e r s and 
t h e r e was a d i s c e r n i b l e t r e n d common t o b o t h t h e C o n t r a s t a n d E x p e r i m e n t a l 
G r o u p s , a l t h o u g h t h e r e w e r e m i n o r v a r i a t i o n s w i t h i n t h e w h o l e . The c o m -
p o s i t e t a b u l a t i o n o f t he a d d i t i o n a l h e l p w h i c h r e s p o n d e n t s b e l i e v e d s h o u l d 
be made a v a i l a b l e t o f a m i l i e s i l l u s t r a t e s t h i s , ( f i g , 1 9 ) , There a r e 
t h r e e c l e a r c o n s t e l l a t i o n s o f s i m i l a r p e r c e n t a g e s w h i c h s u g g e s t t h a t m o s t 
p a r e n t s f i n d t h a a v a i l a b i l i t y o f n u r s e r i e s and p l a y g r o u p s t o be e s s e n t i a l ; 
t h a t s h o r t t e r m h o s t e l c a r e i s n o t t h o u g h t t o be n e c e s s a r y by o v e r h a l f 
o f t h e m ; and t h a t c o u n s e l l i n g and i n f o r m a t i o n g i v i n g i s s e e n a s i m p o r t a n t , 
Tha c o n t r a s t i n p a r e n t a l a t t i t u d e t o n u r s e r i e s and s h o r t t e r m h o s t e l c a r e 
i s i n t e r e s t i n g and a l t h o u g h I p r e s s e d t he p a r e n t s t o e x p l a i n why t h e y 
f e l t so d i f f e r e n t l y t o t h e t w o , I r e a l l y d i d n o t g a t any c l e a r and r a t i o n a l 
e x p l a n a t i o n s . R e p l i e s t e n d e d to be l i k e t h e s e : -
"Oh I w o u l d n ' t l i k e h i m t o be away a t n i g h t , " 
" I t w o u l d n ' t f e e l r i g h t i f she had t o be away so 
t h a t ua c o u l d e n j o y o u r s e l v e s , " 
These may be e x p r e s s i o n s o f g u i l t a t o f f l o a d i n g r e s p o n s i b i l i t y a n d 
t h a h o s t e l c a r e m i g h t ba s e e n a s ' p u t t i n g a w a y ' i n t h e s e n s e t h a t d a y 
c a r e i s n o t . I n t e r e s t i n g l y , i t became o b v i o u s so many t i m e s d u r i n g t h e 
s u r v e y t h a t p a r e n t s c o u l d more e a s i l y l e t go o f some o f t h e r e s p o n s i b i l i t y 
o f c a r i n g f o r t h a i r n o r m a l c h i l d r e n b u t f o u n d i t w e l l n i g h i m p o s s i b l e t o 
do t h e same w i t h t h e i r h a n d i c a p p e d o n e . P e r h a p s w h a t a l s o h o l d s p a r e n t s 
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l i k e t h i s b a c k i s t he f e e l i n g t h a t i f t h e y do r e l i n q u i s h t h e r e s p o n s i -
b i l i t y , e v e n a n t i c i p a t i n g t h i s t o be f o r o n l y a s h o r t p e r i o d , t h e y w i l l 
n e v e r be a b l e t o t a k e i t on a g a i n . I t may a l s o be t h a t t h e y c a n n o t b e l i e v e 
t h a t a n y o n e e l s e c o u l d c a r e f o r t h e i r c h i l d a s t h e y have l e a r n e d t o d o . 
To some e x t e n t t h i s may be t r u e , b e c a u s e e a c h i n d i v i d u a l c h i l d n e e d s to 
have a v e r y s p e c i a l i s e d and p e r s o n a l i s e d p rogramme o f c a r e , b u t i t i s u n -
l i k e l y t h a t t h e y w o u l d s u f f e r t o o much f r o m a s l i g h t u p h e a v a l i n t h e i r 
r o u t i n e . 
S e e m i n g l y t h e r e i s some i r r a t i o n a l i t y i n t h e p a r e n t s r e s p o n s e t o t h e 
a v a i l a b i l i t y o f t h i s r e s o u r c e , b u t i n a d d i t i o n , t h o s e who t e n d e d t o r e c o r d 
h o s t e l c a r e a s ' n o t n e c e s s a r y ' w a r e t h o s e who had n e v e r t r i e d i t . I g n o r a n c e 
o f a f a c i l i t y may t h e r e f o r e c o n t r i b u t e t o i t s r e l a t i v e u n p o p u l a r i t y , u/han 
t h e B e c k l e y U n i t f i r s t opened a s a s h o r t t e r m h o s t e l t h e r e was a s l o w 
r e s p o n s e f r o m t h e f a m i l i e s t o i t s o p e n d o o r p o l i c y , and a p a r t f r o m peak 
h o l i d a y p e r i o d s t h e r e we re n e a r l y a l w a y s v a c a n c i e s . One i n c i d e n t was e x a g -
g e r a t e d o u t o f a l l p r o p o r t i o n a s a r e a s o n f o r n o t u s i n g t h a u n i t . A t h r e e 
y e a r o l d boy was p i c k e d up o u t o f h i s c o t by a f i f t e e n y e a r o l d D o w n ' s 
s y n d r o m e g i r l a n d d r o p p e d so t h a t he g o t a l i t t l e bump on h i s h e a d . The 
b o y ' s p a r e n t s c o m p l a i n e d , t he o t h e r p a r e n t s p a n i c k e d and t h e r e w e r e e n -
q u i r i e s c a r r i e d o u t . Three y e a r s l a t e r t h i s i s s t i l l an i m p o r t a n t i s s u e 
b u t i t has a l s o become s o m e t h i n g o f a power s t r u g g l e b e t w e e n t h o s e who r u n 
t h e U n i t end t h e p a r e n t s o f t h i s b o y . He now s p e n d s t i m e a t t he f r a n k l i n 
H o s p i t a l i n e a s t Devon b e c a u s e h i s p a r e n t s c a n n o t be s u r e y e t t h a t " I t i s 
s a f e f o r h i m to go to t he B e c k l e y " . O t h e r p a r e n t s w a i t f o r t h e s e o n e s 
t o g i v e them a l e a d , and the l a t t e r seem to a l m o s t e n j o y t h e i r p r e s t i g i o u s 
p o s i t i o n . G r a d u a l l y t h e h o s t e l i s b e c o m i n g more p o p u l a r b u t i t s t i l l 
t e n d s t o be used a l o t by a few f a m i l i e s . 
The v a r i a t i o n s w h i c h o c c u r r e d b e t w e e n t h e s u b g r o u p s a r e w o r t h y o f 
c o m m e n t . As e x p l a i n e d i n the e a r l i e r p a r t o f t h i s t h e s i s t h e C o n t r a s t 
Kgy to A b b r e v i a t i o n s i n F i g u r e 19 
G r o u p 1 F a m i l i e s w h i c h h a d tha i O r , B e r n a r d o ' s s o c i a l w o r k e r 
a n d t h a . H e a l t h V i a i t o r f o r h a n d i c a p p a d c h i l d r e n . 
G r o u p 2 F a m i l i e s u h i c h h a d t h a H s a t h U i e i t o r f o r h a n d i c a p p e x l 
c h i l d r e n . 
G r o u p 3 F a m i l i e s w h i c h h a d n e v e r h a d any s o c i a l work o r s p a -
c i a l i s e d h a a l t h v i s i t i n g and w o u l d haves l i k a d to h a v s 
h a d t h a m . 
G r o u p 4 F a m i l i e a ' . w h i c h h a d nmt&r h a d any s o c i a l work o c a p a ^ 
c i a l l a a d h e a l t h v i s i t i n g a n d w o u l d n o t h a v s w i s h a d t o 
h a u s h a d t h e n . 
G r o u p A F a m i l i e s i n t h e E j c p a r i r o e n t a l G r o u p w h i c h h a d a h a n d i -
c a p p e d c h i l d who l i v ^ « 
f F i n a n c i a l 
A A i d s and A p p l i a n c e s 
N N u r s e r i a s and P l a y g r o u p ? . 
H H o a t e l c a r e f o r s h o r t s t a y r e l i e f 
P / S P a r e n t s u p p o r t g r o u p s 
C C o u n s e l l i n g and I n f o r m a t i o n g i v i n g 
NOT .MECESSARY IMPORTANT 
P / 5 . C 
ESSENTIAL 
N. H. p / s . c 
r i Q u r e 19 . T a b l e s h o u i n q P a r e n t s ' O p i n i o n s o f t h e R e l a t i x / e I m p o r t a n c e oP t h a 
a j o r r e s o u r c e s a v a i l a b l e t o f a m i l i e s w i t h a h a n d i c a p p e d c h i l d . 
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Group was made up o f f o u r subgroups to ensure t h a t the sample^ c o n t a T n e d 
r easonab ly equa l r e p r e s e n t a t i o n o f the v a r i e d s a r u i c a s u h i c h e x i s t e d * 
The f i f t h group i n c l u d e s the f a m i l i e s o f the handicapped c h i l d r e n 
f r o m the E x p e r i n i a n t a l Group. There were f i f t e e n f a m i l i e s i n each o f the 
f i r s t f o u r groups and e l e v e n i n the f i f t h * The f i g u r e s a r e g i v e n i n 
percentages to make comparisons eas ie r* 
Unders tandably f i n a n c i a l a s s i s t a n c e by way o f the At tendance A l l o w -
ance , n o b i l i t y Al lowance and g r a n t s f r o m the Rowntree F a m i l y Fund a re 
c o n s i d e r e d by most pa ren t s to be I m p o r t a n t o r E s s e n t i a l * Groups 2 and 3 
r e c o r d s i m i l a r l y h i g h percentages (80%) y e t Group 4 i s o n l y 33%* T h i s 
f i g u r e s suggests t h a t the s e l f cop ing mechanism w h i c h made s o c i a l work 
unnecessary a p p l i e s a l s o i n t h e i r a t t i t u d e to m a t e r i a l r e s o u r c a a . The 
c l a s s i f i c a t i o n o f the f a t h e r s ' j o b s m i g h t mean t h a t t h i s group was 
m a r g i n a l l y b e t t e r o f f and b e t t e r a b l e to do w i t h o u t . L i k e w i s e Group A 
c o m p r i s i n g f a m i l i e s w h i c h o n l y r e c e n t l y a c q u i r e d a handicapped c h i l d 
and perhaps have n o t had l o n g enough to e x p e r i e n c e the f i n a n c i a l d r a i n 
w h i c h can o c c u r , do n o t r a t a f i n a n c i a l h e l p as a h i g h p r i o r i t y * The 
f a t h e r ' s j o b c l a s s i f i c a t i o n d i d n o t i n d i c a t e an a f f l u e n c e g r e a t e r than 
the o t h e r g roups , b u t none o f the f a m i l i e s was i n tha l o w e s t o f the 
H a l l - J o n a s c l a s s i f i c a t i o n s . O v e r a l l t h i s group r e c o r d s the l o w e s t p e r -
centage f o r Lssant ia l {27%) and tha highest f o r Not Necessary (36%) . 
Group 1 had a very high percantage o f p a r e n t s a s sess ing n u r s e r i e s and 
p l a y g r o u p s as b e i n g an e s s e n t i a l p r o v i s i o n , b u t these a r e the f a m i l i e s 
whose c h i l d r e n were a t t e n d i n g the St* N i c h o l a s nu r se ry p r o v i d e d by Or* 
Barnardos and who ware c l e a r l y s a t i s f i e d w i t h , and e x t r e m e l y dependent 
upon t h a t s e r v i c e * Another i n t e r e s t i n g f i g u r e i s t h a t s l i g h t l y over 
h a l f o f the pa ren t s i n Group 3 recorded h o s t e l ca re as b e i n g E s s e n t i a l . 
T h i s s tands o u t f a r ahead o f any o t h a r group i n i t s f e l t need. Group 
3 wou ld a l s o have l i k e d to have had s o c i a l work h a l p ; t h i s f i g u r e 
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m i g h t be s u g g e s t i n g t h a t thay have f e l t a need o f o t h e r s e r u i c a s too and 
because o f the apparen t f a i l u r e to be p u t i n touch u i t h them, they a re 
very exhausted by the b a t t l e o f b r i n g i n g up t h e i r handicapped c h i l d * 
nany p a r e n t s h o n a s t l y a d m i t t e d t h a t the f i n a n c i a l h e l p sueetens the 
b i t t e r p i l l they had had to s u a l l o u i n h a v i n g a handicapped c h i l d and 
t h a t t h i s i s something o f a compensat ion u h i c h accrues t o a l l the f a m i l y * 
The g r a n t f r o m the Rowntree Fami ly Fund w h i c h had enab led the f a m i l y t o 
buy a r e l i a b l e car meant t h a t a l l the c h i l d r e n want f o r the o u t i n g . I n 
one f a m i l y i f one o f the s i b l i n g s grumbled abou t hav ing a handicapped 
b r o t h e r who preven ted them go ing i n to the f u n f a r e , the pa ren t s p o i n t e d 
o u t t h a t i t was h i s handicap which had go t them a ca r and t h a t i t was 
r e a l l y C o l i n * s ca r wh ich had made i t p o s s i b l e f o r them t o come to the 
beach i n the f i r s t p laca* Undoubtedly there i s e x t r a expense and t h i s 
was u s u a l l y because o f the e x c e p t i o n a l l y heavy wear on some handicapped 
c h i l d r e n ' s c l o t h e s , e s p e c i a l l y shoes^ s p e c i a l d i e t s and the washing 
powder needed f o r a d d i t i o n a l l a u n d e r i n g . On the o t h e r hand, some pa ren t s 
p o i n t e d o u t t h a t the re ware some expenses w h i c h they wou ld have expected 
w i t h a normal c h i l d and w h i c h they would never have w i t h a handicapped 
one . As one f a t h e r , a keen sportsman h i m s e l f , s a i d w i t h c o n s i d e r a b l e 
r e g r e t : -
" I ' l l never have to buy him a p a i r o f f o o t b a l l 
boots or a c r i c k e t b a t . " 
Nona o f the pa ren t s i n e i t h e r survey saw p a r e n t s u p p o r t groups as 
b e i n g E s s e n t i a l and the pa ren t s o f Groups4 and A tended to say t h a t the 
p a r e n t groups were n o t necessary . These were the ones who had n o t 
expe r i enced p a r e n t groups , b u t to the most a c t i v e group members some 
o f whom belonged to two g roups , t h e i r e x i s t e n c e was i m p o r t a n t . As w i t h 
examples ment ioned elsewhere i t m i g h t be ano the r i n d i c a t i o n t h a t 
i g n o r a n c e o f a f a c i l i t y can depress demand and p r o v i s i o n o f t h a t 
f a c i l i t y can inc rease i t . Groups 1 and 2 seamed to c o n t a i n the m a j o r i t y 
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o f p a r e n t group p a r t i c i p a n t s , and they s a i d t h a t they uient l e s s f o r the 
s u p p o r t and more f o r the i n f o r m a t i o n abou t what c o u l d be o b t a i n e d . To 
some e x t e n t i t i s a sad i n d i c t n i e n t o f the s e r v i c e s , t h a t i n f o r m a t i o n abou t 
them i s n o t r e a d i l y a v a i l a b l e to the p a r e n t s , a f a c t f u r t h e r s u b s t a n t i a t e 
by the impor t ance g i v e n to ' C o u n s e l l i n g and I n f o r m a t i o n g i v i n g ' . The 
second aspect seemed to be the more v i t a l p a r t o f the c a t e g o r y to c o n -
sumers and perhaps the two terms shou ld n o t have been l i n k e d t oge the r on 
the q u e s t i o n n a i r e . There i s a danger t h a t the c o u n s e l l i n g aspec t c o u l d 
be o v e r r a t e d as a r e source by b e i n g combined w i t h s t r a i g h t f a c t u a l i n f o r -
m a t i o n - g i v i n g , w h i c h , f o r most p a r e n t s , i s the t h i n g they most seek. 
Perhaps i t i s an i n d i c a t i o n a l s o t h a t the purpose o f groups may be p e r -
c e i v e d d i f f e r e n t l y by consumers and o r g a n i s e r s , and suggests t h a t i f 
p a r e n t s had been more a c t i v e l y i n v o l v e d i n the p l a n n i n g o f the s e r v i c e s 
the emphasis o f the p r o v i s i o n m i g h t have been d i f f e r e n t . I t a l s o c a l l s 
f o r a much more r i g o r o u s p u b l i c i s i n g o f r e sources and s e r v i c e s , and a l -
though i t i s known t h a t the uptake o f b e n e f i t s a lways f a l l s below the 
p o t e n t i a l t o t a l o f those who q u a l i f y , i n a group so s m a l l and so c l e a r l y 
i d e n t i f i a b l e as t h i s i t i s n o t unreasonable to suggest t h a t a m a x i m i s i n g 
o f resource uptake i s f e a s i b l e . I t a l s o p o i n t s to a v i t a l r o l e t h a t a 
s o c i a l worker can f i l l , by b e i n g a r e l i a b l e source o f such d e t a i l e d i n -
forma t i o n . 
There i s some evidence i n the r e p l i e s i n each o f the surveys to 
sugges t t h a t hav ing once t r i e d i t the pa ren t s f e l t mors p o s i t i v e abou t 
an area o f a d d i t i o n a l h e l p . This i s the same r e a s o n i n g w h i c h e x p l a i n s 
why the p r o v i s i o n o f new s e r v i c e s so f r e q u e n t l y i s f o l l o w e d by i n c r e a s e d 
demand. I t happened, f o r example w i t h N .H.S . d e n t u r e s and s p e c t a c l e s 
and w i t h the c h i l d r e n i n ca re a f t e r the C h i l d r e n A c t 1948, L i k e w i s e 
where a f a c i l i t y had n o t been t r i e d there was sometimes comple te r e j -
a c t i o n w i t h o u t even c o n s i d e r i n g the i d e a . S h o r t term h o s t e l care can 
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be f o r as s h o r t a p e r i o d as h a l f a day , and as such i s no d i f f e r e n t i n 
k i n d to the nurse ry p r o v i s i o n , b u t soma pa ren t s wou ld n o t even t h i n k a b o u t 
i t s p o s s i b i l i t i e s . Parents o f handicapped c h i l d r e n seem t o f e e l more g u i l t y 
than o the r pa ren t s about no t b e i n g a b l e to cope, and t h e r e f o r e appear to 
d r i v e themselves to e x t r a o r d i n a r y l e n g t h s . Seve ra l o f the pa ren t s i n the 
f i r s t survey s a i d thay never u e n t o u t to any s o c i a l even t s and would have 
l o v e d to do so . I t would seem u n l i k e l y t h a t anyone wou ld condemn them f o r 
a r r a n g i n g f o r t h e i r c h i l d to be cared f o r i n the h o s t e l f o r one even ing 
w h i l e they en joyed themselves , y e t f o r many i t seemed an i m p o s s i b l e a r r a n g e -
m e n t . They would say t h a t i t would be d i f f e r e n t i f they c o u l d heve a s p e c i a l 
baby s i t t e r who wou ld coma i n t o t h e i r home and be r e s p o n s i b l e and t h i s p e r -
haps adds w e i g h t to the f e e l i n g s o f s t igma abou t *doing away w i t h h i m ' f o r 
J u s t an e v e n i n g . Again i t c o u l d be t h a t i f they once l e t go o f t h a t r e s -
p o n s i b i l i t y they may never -.i. want to resume i t aga in* Not o n l y does i t 
seem to take t i m e , i t a l s o appears to be v i r t u a l l y i m p o s s i b l e to conv ince 
many p a r e n t s t h a t these areas o f a d d i t i o n a l h e l p e x i s t because thay a re c o n -
s i d e r e d to be r e q u i r e d , and t h a t the use o f a t l e a s t some- o f the f a c i l i t i e s 
may h e l p to recharge t h e i r e m o t i o n a l b a t t e r i e s . 
2) I n i t i a l T e l l i n g S i t u a t i o n 
flany o f the pa ren t s i n the o r i g i n a l survey r e i n f o r c e d w i t h t h e i r com-
ments the a l r e a d y w e l l documented evidence t h a t the g i v i n g o f i n f o r m a t i o n 
abou t the c h i l d be ing handicapped must be done w i t h g r e a t s e n s i t i v i t y and 
s k i l l . The c l e a r message f r o m the pa ren t s was t h a t tha t e l l i n g should be as 
e e r l y as p o s s i b l e , when bo th pa ren t s are t oge the r and w i t h p l e n t y o f t ime 
a v a i l a b l e f o r d i s c u s s i o n i f they f e e l l i k e i t a t t h a t s t a g e . So w i t h the 
E x p e r i m e n t a l Group we t r i e d to do t h a t , b u t hav ing t h r ee c o n s u l t a n t s w i t h 
d i f f e r e n t approaches i n e v i t a b l y meant t h a t t he r e would be v a r i a t i o n s . 
C e r t a i n l y the t e l l i n g was a t t empted a t an e a r l y s t age , b u t u n f o r t u n a t e l y i t 
was n o t always done w i t h bo th paren ts toge the r and the s o c i a l worker p r e s e n t . 
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C o n t r a s t 
Group 
N = 60 
% 
e x p e r i m e n t a l 
Group 
% 
U i t h whom 
t o l d 
no t h e r Fa the r n o t h e r Father 
Never t o l d 10 10 6 9 
On own 56 41 47 28 
u i i t h spouse 28 33 44 56 
No i n f o r m a t i o n 6 16 3 7 
F i g u r e 20 , Table showing Parents Assessment o f w i t h 
whom they were t o l d . 
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C o n t r a s t 
Group 
N = 60 
% 
E x p e r i m e n t a l 
Group 
N = 32 
% 
By whom 
t o l d 
Mother Father no the r Fa ther 
Doc tor 68 37 84 68 
Told by 
spouse 
6 42 3 16 
Not t o l d 10 10 6 9 
No i n f o r m a t i o n 16 11 7 7 
F i g u r e 2 1 * Table showing Parents Assessment o f 
by whom they were t o l d * 
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C o n t r a s t 
Group 
N = 60 
% 
Elxper imen ta l 
Group 
N = 32 
% 
How o f t e n 
t o l d 
Plother r a t h e r Mother Fa the r 
Once 40 30 9 3 
Here than 
Once 
50 40 85 72 
Never t o l d 10 10 6 9 
No i n f o r m a t i o n - 20 - 16 
F i g u r e 2 2 . Table showing Parents Assessment 
o f how o f t e n they ware t o l d . 
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C o n t r a s t 
Group 
N = 60 
E x p e r i m e n t a l 
Group 
N = 32 
uJhen t o l d no the r Father n o t h e r Fa ther 
A t r i g h t 
t ima 54 45 67 59 
Not a t 
r i g h t t ima 
36 28 27 31 
Never t o l d 10 10 6 9 
No i n f o r m a t i o n 17 
F igu re 23. Table showing Paren t s Assessment 
o f when thev were t o l d . 
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E X P E R I H E N T A L 
Group A 
N = 11 
Group 8 
N = 10 
Group C 
N = 11 
Ui i th whom 
t o l d 
Mother Father Mother Father Mother Fathar 
Never t o l d - - - - 1 1 
On own 
6 3 5 3 4 • 3 
U i t h spouse 4 6 4 5 6 7 
No i n f o r m a t i o n 1 2 1' 2 
F igure 24* Table showing the break down o f tha i n f o r m a t i o n 
f rom the t h r ee subgroups o f the E x p e r i m e n t a l 
Group w i t h r e g a r d to w i t h whom thav hiera told. 
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Group A 
N = I I 
Group B 
N = 10 
Group C 
N = 11 
By whom 
t o l d 
no tha r Father no tha r Fa ther , n o t h e r Fa the r 
Doctor 8 5 9 8 10 8 
Told by 
spouse 
1 3 - - - 2 
Not t o l d - - - - 1 1 
No i n f o r m a t i o n 2 3 1 ' 2 - -
F i g u r e 25. Tabla showing the breakdown o f the i n f o r m a t i o n 
f rom the th ree subgroups o f the E x p e r i m e n t a l 
Group w i t h r e g a r d to by whom they ua ra t o l d . 
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Group A 
N = 11 
Group B 
N =» 10 
Group C 
N = 11 
How o f t e n 
t o l d 
Mother Fa ther n o t h e r Fa ther Mother Fa the r 
Once 2 • 1 1- 1 - -
More than 
once 8 7 8 7 10 9 
Never t o l d - - - - 1 1: 
No i n f o r m a t i o n 1 3 1 2 - 1 
F i g u r e 26_, Table showing the breakdown o f the I n f o r m a t i o n 
f rom the th ree subgroups o f the E x p e r i m e n t a l 
Group w i t h r ega rd to how o f t e n they were t o l d . 
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Group A 
N = 11 
Group B 
N = 10 
Group C 
N = 11 
U/hen t o l d Mo ther Father Mother Father f lo ther Fa ther 
A t r i g h t 
t ima 
6 5 7 6 7 6 
Not a t 
r i g h t t ima 
4 2 1 3 4 
Never t o l d - - - - 1 1 
No i n f o r m a t i o n 1 2 1 3 - -
Figure 27* Table showing the breakdown o f tha i n f o r m a t i o n 
f r o m tha th rea subgroups o f the E x p e r i m e n t a l 
Group w i t h r e g a r d to when they were t o l d . 
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CONTRAST 
G r o u p s 
2 , i 
No d i f f e r e n c e : 
VZM y / / / / A A A 
I m p r o v e d 
7 
777777t777T77 mm 
S t r a i n e d z 
z 
EXPERinENTAL 
T o t a l 
G r o u p s 
A B C 
No d i f f e r e n c e 
Impcoued 
A 
S t r a i n a d 
VTTTTWTT/YTTTTTVJTTA 
F i g u r e 2 8 . T a b l e showing P a r e n t s ' Assessment o f t h e e r f f e c t upon 
t h e i r m a r i t a l r e l a t i o n s h i p o f h a v i n g a h a n d i c a p p e d c h i l d 
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F E L T NEED CONTRAST EXPERinENTAL 
Help n o t needed 30 48 27 46 
He lp needed 70 30 73 27 
Very r a r e l y 22 7 9 9 
O c c a s i o n a l l y 22 12 18 9 
O f t e n 20 8 46 27 
Very 
f r e q u e n t l y 7 2 - -
F i g u r e s i n p e r c e n t a g e s 
r i q u r e 29 T a b l e showing t h e P a r e n t s ' Assessment s o f h a v i n o 
f e l t i n need o f h e l p . 
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a l t h o u g h the c o n s u l t a n t s s a i d t h a t t h i s was always t h e i r p o l i c y . 
O c c a s i o n a l l y l i t t l e s n i p p i t s o f i n f o r m a t i o n l eaked to the mother p r i o r 
to the j o i n t s e s s ion , o r , as i n the case o f Mrs, Cann, she was t o l d on 
her own w i t h n e i t h e r her husband nor the s o c i a l worker p r e s e n t . A l t h o u g h 
we knew t h a t the p a i n o f knowing w o u l d be eased by c a r e f u l t e l l i n g , and 
we had an agreed programme to t r y to implement i n a l l cases , the re were 
o c c a s i o n s whan e r r o r s o f judgement were made. 
The f i g u r e s f o r the C o n t r a s t and E x p e r i m e n t a l Groups ( F i g . 20) show 
t h a t i n bo th s l i g h t l y over h a l f o f the mothers s a i d they had been t o l d 
on t h e i r own b u t a r e d u c t i o n i n numbers had been a c h i e v e d w i t h the f a t h e r s 
w h i c h suggests t h a t more j o i n t i n t e r v i e w s w i t h pa ren t s was o c c u r r i n g -
T h i s l i n k s w i t h the h i g h e r percen tage o f the f a t h e r s (55; i ) r e c o r d i n g 
t h a t they were t o l d w i t h t h e i r spouse, and a s l i g h t i n c r e a s e (28% - 44^) 
between the C o n t r a s t and E x p e r i m e n t a l Groups f o r the m o t h e r s . However, 
these are f i g u r e s which r e l a t e s p e c i f i c a l l y to the handicapped s e c t i o n 
o f the E x p e r i m e n t a l Group and i f the f i g u r e s f o r the o t h e r two sub-
groups i , e « those whose c h i l d d i e d and those where c h i l d was i m p a i r e d 
a re i n c l u d e d , the average f o r the t o t a l E x p e r i m e n t a l Group i s h i g h e r w i t h 
44% f o r the mothers and 55;*; f o r the f a t h e r s which i s a s i g n i f i c a n t 
improvement . A l l these f i g u r e s suggest t h a t i t i s d i f f i c u l t to p r o t e c t 
the mothers who are p a t i e n t s i n the h o s p i t a l f r om p i c k i n g up s m a l l amounts 
o f i n f o r m a t i o n which a l e r t them to something be ing amiss so t h a t they ask 
the nea re s t , and seemingly most a p p r o p r i a t e peop le , the n u r s i n g s t a f f . 
B u t the d o c t o r c o n t i n u e s to be i n c r e a s i n g l y the key person r e s p o n s i b l e 
f o r convey ing the i n f o r m a t i o n , ( F i g , 2 1 ) , a l t h o u g h i t appears f r o m b o t h 
groups t h a t there i s s t i l l q u i t e a marked tendency f o r the w i f e to be 
t o l d on her own and then f o r her to t e l l her husband. N e a r l y h a l f the 
f a t h e r s i n the C o n t r a s t Group were t o l d by t h e i r wives b u t there was a 
much lower percentage i n the E x p e r i m e n t a l Group. I t i s o f s i g n i f i c a n c e 
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t h a t the s o c i a l worker had recorded a hi g h e r i n c i d e n c e o f J o i n t t e l l i n g 
and was not aware o f how much i n f o r m a t i o n was f i l t e r i n g through a t an 
e a r l i e r stage. 
The number o f times parents were t o l d and remembered being t o l d 
was higher i n the Experimental Group ( F i g , 2 2 ) , b ut when i t came to an 
e v a l u a t i o n o f the a c t u a l t i m i n g , the d i f f e r e n c e s are l e s s marked. ( F i g . 
2 3 ) . Parents were asked i f they thought they were t-old a t the r i g h t 
t i m e . I n the C o n t r a s t Group 54;a o f the mothers and 45^ o f the f a t h e r s 
c o n s i d e r e d t h a t they had and i n the Experimental Group the f i g u r e s ware 
67% and Figures f o r not being t o l d a t the r i g h t time do n o t vary 
very s i g n i f i c a n t l y . I f the f i g u r e s f o r Group A are compared on t h e i r own 
w i t h the C o n t r a s t Group there i s a remarkable s i m i l a r i t y which i s worthy 
o f c o n s i d e r a t i o n . 
There are v a r i o u s i n t e r p r e t a t i o n s which can be put upon these 
f i g u r e s and they only become r e a l l y meaningful when accompanied by the 
f u l l e r data from the tape r e c o r d i n g s a t the time o f the i n t e r v i e w . The 
d i s s a t i s f a c t i o n being f e l t by the group who had a handicapped c h i l d was 
sometimes due to being kept w a i t i n g f o r i n f o r m a t i o n - even h a l f an hour 
i s too long whan s u s p i c i o n s have r a i s e d a n x i e t i e s , nora parents s a i d 
t h a t i t was because they were not t o g e t h e r . But perhaps i t i s not as 
simple a cause and e f f e c t as t h a t . I n the Experimental Group sub-groups 
B and C recorded much higher t o t a l s f o r being t o l d a t the r i g h t time 
which accounts f o r the higher o v e r a l l t o t a l . (See Figs. 24, 25, 25, 27.) 
I n f a c t the planning o f the t e l l i n g o f these two groups was s i m i l a r to 
t h a t f o r Group A, and i f a n y t h i n g I would have s a i d t h a t Group C had a 
l e s s good experience because there was so much u n c e r t a i n t y and c o n f u s i o n 
about what they were oeing t o l d . I t c o u l d be t h a t because they are 
bei n g given an unending burden to c a r r y there never i s a r i g h t time 
f o r some parents of handicapped c h i l d r e n and the s t r e s s t h i s c r e a t e s 
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i s p r o j a c t a d as angar o r _ g a n a r a l d i s s a t i s f a c t i o n w i t h avory t h i n g t h a t 
goas ttith i t , i n c l u d i n g tha axperienca o f baing t o l d * I t i s i r a p o s s i b l a 
to maasura such i n t a n g i b l e f a c t o r s and i t y e t a g a i n r a i s e s i s s u e s about 
whether or not thara can be any means of c o n n e c t i n g outcome to t r e a t m e n t 
g i v e n . P a t r i c k Richardson's mother was k e p t f u l l y i n the p i c t u r e from 
the very f i r s t c o n v u l s i o n , y e t she thought she had been t o l d f a r too l a t e 
and i n f a c t doubted i f she had r e a l l y baan g i v e n any c o n c r e t e data* She 
was o n l y s l i g h t l y nearer a c c e p t i n g P a t r i c k ' s d i s a b i l i t i e s a t the time o f 
the r e s e a r c h i n t e r v i e w and her r e s i s t a n c e t o knowing h i s l i m i t a t i o n s may 
w e l l connect w i t her a t t i t u d e t o thcsa who t o l d her* 
Not one o f the 92 s e t s o f p a r e n t s s a i d t h a t thay had been t o l d too 
soon, and even f o r a few o f those where wa thought we had i n t e r v e n e d very 
e a r l y , i t was n o t soon enough. Plr* A l l e n was t a l k i n g i n terms o f a h a l f 
an hour dalay being 'too l a t e ' . The f a c t t h a t none o f the Group C parents 
complained o f being given over p e s s i m i s t i c news too e a r l y supports tha 
h y p o t h e s i s t h a t very eaily t e l l i n g o f p a r e n t s i s the more a p p r o p r i a t e way 
o f d e a l i n g w i t h the s i t u a t i o n . 
3) • Coffee t s upon R e l a t i o n s h i p s 
Having a handicapped c h i l d c r e a t e s s t r e s s w i t h i n most f a m i l i e s , 
m o s t l y due to the a r r e s t e d f a m i l y development. One o f the most r e a s s u r i n g 
aspects i n f a c i n g a d i f f i c u l t phase i n a normal c h i l d ' s development i s 
t h a t i t w i l l pass. But t h a t i s n o t going to happan w i t h a handicapped 
c h i l d and as one o f the f a t h e r s s a i d : 
"As you and thay get o l d e r i t gets harder." 
There i s no end to the c o n t i n u i n g dependency and demanding o f a t t e n t i o n 
and except f o r tha most r e s i l i e n t o f p a r e n t s t h i s i s e m o t i o n a l l y wearing. 
Furthermore parents become f i x e d a t one l e v e l o f p a r e n t a l development, i a , 
having a very dependent c h i l d , and i n r e l a t i o n to t h i s c h i l d never deve-
l o p any f u r t h e r . Some of tha f r i c t i o n caused by t h i s c a r r i e s through i n t o 
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o t h e r r e l a t i o n s h i p s and tha parents o f t e n f i n d t h e i r m a r i t i a X r e l a t i o n -
s h i p i s a f f e c t e d . ( F i g . 28.) 
In the C o n t r a s t Group 2Bt% o f the par e n t s s a i d the problems o f having 
a handicapped c h i l d had made no d i f f e r e n c e and 17% s a i d t h a t . i t had l e d t o 
an improvement i n t h e i r m a r i t a l r e l a t i o n s h i p . Houiouar, 55% recorded a 
s t r a i n e d r e l a t i o n s h i p . The f i g u r e s f o r the E x p e r i m e n t a l Group make f o r 
some s i g n i f i c a n t comparisons. Of the t o t a l 18% s a i d t h a t there was no 
d i f f e r e n c e and 60% s a i d t h a t t h e i r marriage had been improved. Only 22;^ 
s a i d there was s t r a i n and t e n s i o n d i r e c t l y caused by having t h i s h a n d i -
capped c h i l d . Looking a t tha breakdoun o f these f i g u r e s between groups 
A, 6^ C i t i s i n t e r e s t i n g t o note hou the par e n t s whose baby d i e d were 
drawn c l o s e r t o g e t h e r , a s i n i i l a r t r e n d a l s o being found i n the group where 
the c h i l d r e n were i m p a i r e d . I t was i n the group where the handicapped 
c h i l d l i v e d t h a t there was a s l i g h t l y lower percentage o f marriages where 
tha r e l a t i o n s h i p had improved and a s l i g h t l y h i g h e r percentage e x p e r i -
e n c i n g s t r a i n and disharmony. Again t h e r e can be no way i n which outcome 
can be l i n k e d w i t h c e r t a i n t y to the t r e a t m e n t g i v e n . There c o u l d be many 
e x p l a n a t i o n s to these apparent trends and perhaps the most obvious one 
i s t h a t the parents i n the Expe r i m e n t a l Group Ju s t have n o t had the c h i l d 
l o n g enough f o r the g r i n d i n g down e f f e c t s to be r e a l l y f e l t . I f t h i s i s 
so then i t would be reasonable to expect t o be abl e to d e t e c t t h i s by 
l o o k i n g a t a breakdown i n the f i g u r e s f o r the C o n t r a s t Group. Two groups 
c l e a r l y have a h i g h percentage o f s t r a i n e d p a r e n t s - 1 and 3. Tha former 
had had the help both o f the s o c i a l worker from Or. Barnardos and the 
h e a l t h v i s i t o r f o r handicapped c h i l d r e n ; the l a t t e r was the group which 
would have l i k a d to have had s o c i a l work he l p and never were o f f e r e d i t . 
I n o t h e r words the most p r o f e s s i o n a l l y helped and the l e a s t helped were 
the groups e x p e r i e n c i n g the most m a r i t a l s t r e s s . Group 1 had the youngest 
average age o f handicapped c h i l d (4.0 years) and Group 3 had tha o l d e s t 
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(9,8 years) but than i t i s i m p o r t a n t to c o n s i d e r t h a t Group 4 w i t h par-
haps the l e a s t s t r e s s f u l marriages a l s o has a higher av/sraga age o f 
c h i l d and t h e r e f o r e , presumably, an almost e q u a l l y l o n g p e r i o d o f being 
exposed to the e f f e c t s o f handicap. Group 4 had not had and d i d n o t uant 
s o c i a l work h e l p . As was shown i n o t h e r areas they seemed to be managing 
w e l l on t h e i r own. 
However, i t i s i m p o r t a n t to emphasise t h a t tharQ has been an apparent 
improvement i n the m a r i t a l r e l a t i o n s h i p s o f the more r e c e n t g e n e r a t i o n 
of p a r e n t s o f handicapped c h i l d r e n . I t c o u l d be t h a t the casework, having 
an i m p o r t a n t r e l a t i o n s h i p component, enables o t h e r c l o s e r e l a t i o n s h i p s 
to burgeon. I t c o u l d be t h a t s o c i a l work i n t e r v e n t i o n i n the s e r v i c i n g 
systems makes l i f e f o r these f a m i l i e s l a s s f r a u g h t so t h e r e i s a r e d u c t -
t i o n i n the amount of s t r e s s t h a t expresses i t s e l f i n m a r i t a l c o n f l i c t . 
P o s s i b l y the medical p r o f e s s i o n i s becoming more humane and parents are 
made to f e e l more com f o r t a b l e w i t h t h e i r problems; i t might even be t h a t 
i n t h a t p a r t i c u l a r year tha p o p u l a t i o n which became my sample happened 
to be u n u s u a l l y l u c k y and s a t i s f i e d i n t h e i r m arriage, E q u a l l y i t c o u l d 
be argued t h a t the o r i g i n a l sample Ju s t happened to p i c k up an e x c e s s i v e l y 
l a r g e p r o p o r t i o n o f p r e c a r i o u s marriages. I t j u s t has to be acknowledged 
t h a t t h e r a i s a n o t i c e a b l e d i f f e r e n c e between the two groups, and w i t h o u t 
being able c a t e g o r i c a l l y to e x p l a i n the reason, i t i s worthy of comment 
and some r e j o i c i n g t h a t t h i s i s so, 
4) Expressed Need f o r Help 
One of the most i m p o r t a n t q u e s t i o n s asked o f the parents was i f there 
had been times since having a handicapped c h i l d when they had f e l t t h a t 
they needed h e l p . Throughout, the r e p l i e s i n d i c a t e d t h a t f a t h e r s admit-
ted l a s s o f t e n to needing help compared w i t h t h e i r wives, but o v e r a l l 
t h e r e was a widespread e x p r e s s i o n o f f e l t need, Need i s f e l t i n a 
v a r i e t y o f ways; f o r soma of the parents i t i s f o r m a t e r i a l resources. 
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f o r o t h e r s i t i s f o r help by way o f moral s u p p o r t . But f o r a feu i t i s 
much l e s s t a n g i b l e - a f e e l i n g o f something being m i s s i n g but a vagueness 
about what t h a t might be and what c o u l d be p r o v i d e d to f i l l t h a t gap. 
The o r i g i n a l survey r e v e a l e d a h i g h percentage o f f e l t need amongst 
the mothers. ( P i g . 29). I t was t h i s f i g u r e o f 70% which was an i m p o r t a n t 
f a c t o r i n d e c i d i n g the form of the l a t t e r p a r t o f the p r o j e c t . I t 
suggested t h a t a l t h o u g h there had been a q u i t e i n d i f f e r e n t response by 
the C o n t r a s t Group, the help needed appeared to be so g r e a t t h a t a f u r t h e r 
a t t e m p t to p r o v i d e the s e r v i c e o f a c a r i n g and h e l p i n g p r o f e s s i o n should 
be, made, liihat i s very s i g n i f i c a n t i s t h a t the E x p e r i m e n t a l Group which 
had had as f a r as we know, every known h e l p i n g f a c i l i t y made a v a i l a b l e 
to them^ y e t they s t i l l had a s t r i k i n g l y s i m i l a r n u m e r i c a l e x p r e s s i o n o f 
f e l t naed. 
Furtharmora, a l t h o u g h tha t o t a l s are very comparable the frequency 
w i t h which the help was f e l t to be needed showed t h a t n e a r l y h a l f o f the 
E x p e r i m e n t a l mothers recorded t h i s as ' o f t e n ' . 
I t may be t h a t these f i g u r e s are another r e f l e c t i o n o f the tendency 
n o t to miss t h a t which has not been experienced. Hr. A l l e n spoke about 
the r i s k o f f i n d i n g one l i k e d having "the l i t t l e s o c i a l worker" around 
and the needing her f o r another s i x months. So i t may be w i t h a l l o t h e r 
r e s o u r c e s . Perhaps o f much g r e a t e r importance i s the s t a r k f a c t t h a t a 
l a r g e p r o p o r t i o n o f the mothers o f handicapped c h i l d r e n f i n d the task 
so burdensome t h a t they f r e e l y admit to needing a s s i s t a n c e i n c a r r y i n g 
i t o u t . The lower percentages f o r tha f a t h e r s ' f a i t need i s more l i k e l y 
to r e f l e c t t h e i r l e s s e r involvement i n the d a i l y g r i n d r a t h e r than t h e i r 
g r e a t e r r e s i l i e n c e . 
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THE PROFESSION 
1) I n t r o d u c t i o n , Parents experiences o f S o c i a l ujork 
The feedback about t h e i r f a i r l y l i m i t e d c o n t a c t w i t h s o c i a l workers 
from the Co n t r a s t Group o f par e n t s i n d i c a t e d t h a t they f a i t g e n e r a l l y 
t h a t they had a poor s e r v i c e w i t h o n l y i s o l a t e d i n s t a n c e s o f h e l p f u l n e s s . 
Yet a t the same time there was a hi g h percentage o f p a r e n t s , mothers i n 
p a r t i c u l a r , who were ex p r e s s i n g a need f o r h e l p . I t ^ o u l d be t h a t the 
way the s o c i a l workers had i n t e r v e n e d was not the most a p p r o p r i a t e method 
and t h a t had they used o t h e r techniques they might have been c o n s i d e r a b l y 
more e f f e c t i v e . Perhaps the extreme example i s the s t u d e n t s o c i a l worker 
who went r e g u l a r l y every weak, had a cup o f tea w i t h the mother and p r e -
sumably thought t h a t she was engaging i n " s u p p o r t i v e casework". The 
mother f e l t t h a t she cou l d n o t dis c u s s a n y t h i n g o f s i g n i f i c a n c e w i t h her 
and was glad whan she went back to c o l l a g e . Other p a r e n t s complained o f 
s o c i a l workers coming once or twice and than never appearing again. I f 
these r e p o r t s are t r u e , they might suggest t h a t the s o c i a l workers had 
so many demands being made upon them t h a t t h e i r handicapped c l i e n t s were 
a low p r i o r i t y , ( S o c i a l S e r v i c e Teams. H.N.S.O. 1978,) E q u a l l y i t c o u l d 
be argued t h a t the s o c i a l worker may cease to v i s i t because o f personal 
f e e l i n g s o f f u t i l i t y a t n o t being equipped to be p a r t i c u l a r l y a f f e c t i v e . 
So, i n s p i t e o f the poor response to s o c i a l work i n t e r v e n t i o n as ex-
porrdenced by some f a m i l i e s i n the o r i g i n a l survey, i t was i m p o r t a n t to 
gather mora i n f o r m a t i o n about i t before a t t e m p t i n g any f u r t h e r assessment 
o f i t s e f f e c t i v e n e s s . Furthermore, whereas l e s s than h a l f o f the parents 
i n the o r i g i n a l survey had had any c o n t a c t w i t h a s o c i a l worker, a l l the 
pa r e n t s i n the Experimental Group had had some involvement f o l l o w i n g a 
planned p a t t e r n o f i n t e r v e n t i o n . 
There was c o n s i d e r a b l e c o n f u s i o n i n the C o n t r a s t Group about what 
s o c i a l workers d i d and f r e q u e n t l y they were n o t d i f f e r e n t i a t e d from the 
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h e a l t h v i s i t o r . The r a i s o n d ' e t r e o f the medical p r a c t i t i o n e r and the 
h e a l t h v i s i t o r i s very c l e a r to most members o f the p u b l i c , and the 
r o l e o f the f i r s t , i n p a r t i c u l a r , i s eminently r e s p e c t a b l e . The stigma 
o f a s o c i a l problem i s not apparent i n most h e a l t h m a t t e r s . To some 
e x t e n t the h e a l t h v i s i t o r t r a v e r s e s the two f i e l d s b ut because she c a l l s 
on a l l c h i l d r e n under the age o f 5 her r o l e i s more acceptable than t h a t 
o f the s o c i a l worker who v i s i t s 'problem f a m i l i e s * . There i s a general 
l a c k o f c l a r i t y o f purpose and f u n c t i o n o f s o c i a l work which i s not 
helped by the workers themselves n o t being p r e c i s e and s p e c i f i c about 
what they do. The whole s i t u a t i o n i s aggravated by a bad press and a 
poor image p r o j e c t e d by the media. C e r t a i n l y s e v e r a l impressions o f what 
s o c i a l workers do, recorded by the C o n t r a s t Group r e f l e c t e d what the 
p a r e n t s had seen on t e l e v i s i o n r a t h e r than something they had p e r s o n a l l y 
e x p e r i e n c e d . Another f a c t o r which i s o f s i g n i f i c a n c e was t h a t the exper-
ience o f s o c i a l work was by a l a r g e number o f p a r e n t s , being compared 
w i t h the very good impressions they had o f the h e a l t h v i s i t o r . She had 
been i n the post 8 years and they a l l knew her w e l l : i n the 3 years 
t h a t S t . Nicholas nursery was i n e x i s t e n c e Dr. Barnardos had had f o u r 
d i f f e r e n t s o c i a l workers a t t a c h e d and three o f them were young and 
r e c e n t l y q u a l i f i e d . Time and time again parents spoke o f not being able 
to g et on w i t h young s o c i a l workers, p a r t i c u l a r l y the "unmarried, 
s t r a i g h t from c o l l e g e ones". The h e a l t h v i s i t o r was unmarried b u t her 
middle age more than compensated f o r t h i s and none o f the parents seemed 
to n o t i c e t h a t she was s i n g l e . 
The need to experience i t b e f o r e knowing what s o c i a l work i s r e a l l y 
l i k e was str e s s e d s e v e r a l times i n the Exp e r i m e n t a l Group e v a l u a t i o n , 
n r . K e ndall had wondered why a s o c i a l worker was w i t h the c o n s u l t a n t 
f o r the f i r s t i n t e r v i e w , because he thought they "were to do w i t h money 
m a t t e r s " . I t was u n f o r t u n a t e t h a t he had come i n t o the room a f t e r Dr. 
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Jones had ex p l a i n e d my presence to h i s w i f e , and none o f us thought to 
r e p e a t t h i s f o r h i s b e n e f i t . Uhen he l a t e r experienced a range o f s o c i a l 
work p r a c t i c e he was the one who k e p t saying 
"Uhy haven't we had a n y t h i n g l i k e t h i s before? 
liie'va had a l l these years o f Sharon being i l l 
and only once before d i d we see a s o c i a l worker..." 
n r . Parker a s s o c i a t e d s o c i a l workers w i t h s o c i a l s e c u r i t y and f e l t 
s l i g h t l y i n s u l t e d i n i t i a l l y , t h a t i t should be thought t h a t he needed 
t h a t k i n d o f a s s i s t a n c e In the re s e a r c h i n t e r v i e w he was abl e to 
e x p l a i n t h a t having a s o c i a l worker t h e r e had made him s t r o n g i n the sub-
sequent time o f c r i s i s . Both tha A l i e n s and the Bates a s s o c i a t e d s o c i a l 
work w i t h stigma and i n d i c a t e d c l e a r l y t h a t they t h e r e f o r e had grave r e s -
e r v a t i o n s about i t . n r s . Bates found the trauma o f being considered *a 
case' s u f f i c i e n t o f a shock to make her cope a g a i n , b u t t o have n e a r l y 
bean one of the f a m i l i e s w i t h which her husband's c o l l e a g u e s d e a l t was 
a f r i g h t e n i n g event, n r . Bates thought t h a t she should see a s o c i a l 
worker b u t t h a t he^ d i d not need to do so. For the A l i e n s there were 
s l i g h t l y d i f f e r i n g responses, n r s . A l l a n had found the s o c i a l work 
i n t e r v e n t i o n h e l p f u l and recognised t h i s as such; n r . A l l e n had bean 
alarmed by f e e l i n g s o f dependency which were c o m f o r t a b l e , when every b i t 
o f h i s c o g n i t i v e reasoning was t a i l i n g him t h a t s o c i a l workers are f o r 
problem f a m i l i e s and h i s f a m i l y should n o t be i n v o l v e d , n r s . Stallman 
was c r i t i c a l o f the 'Just t a l k i n g * t h a t went on w i t h the s o c i a l worker 
and d i d not seam to be g e t t i n g them anywhere, but whan her husband began 
to take t h i s l i n e t o o , n r s . S t a l l m a n began to r a i s e p o i n t s about i t 
being h e l p f u l to t a l k to somebody o u t s i d e tha f a m i l y and i t ' f e l t good' 
even i f she c o u l d not e x p l a i n what had been done. 
In view o f the repeated comments about age i t was perhaps as w e l l 
t h a t the research s o c i a l worker was middle-aged'. But the comments are 
no t J u s t to do w i t h her age. 
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" I c o u l d speak to her l i k e a mother." 
"... motherly r a t h e r than c l i n i c a l . " 
These parents are e x p e r i e n c i n g r e l a t i o n s h i p s w i t h t h e i r handicapped 
c h i l d which are abnormally i l l balanced towards c o n t i n u o u s g i v i n g from 
them. I t helps them to s u s t a i n t h i s e m o t i o n a l d r a i n i f they are 
'parented' by a c o n s u l t a n t and a s o c i a l worker who can g i v e them pro-
f e s s i o n a l care and support. Although the s e r v i c e s they have to bo ' 
i n v o l v e d w i t h are becoming more complex as the care o f the handicapped 
c h i l d becomes more s o p h i s t i c a t e d , p a r e n t s s t i l l need a p e r s o n a l i s e d 
s e r v i c e and c e r t a i n key persons to whom they can r e l a t e and know w e l l . 
I f we use systemic concepts, the p a r e n t s and the p r o f e s s i o n a l s are i d e a l l y 
p a r t s o f a system i n easy communication which enables p o s i t i v e feedback 
and p a r e n t a l r e i n f o r c e m e n t to be g i v e n . I t i s good to hear a most h i g h l y 
q u a l i f i e d c o n s u l t a n t say to p a r e n t s , " I don't know; you t e l l me because 
you a r e the e x p o r t s w i t h t h i s c h i l d . " L a t e r these same parents were to 
say to me, "He's so good because he always l i s t e n s to what we have to say 
about i t and t r e a t s us as e q u a l s . " Another f a t h e r who used to take a day 
o f f from emptying Plymouth d u s t b i n s to take h i s son up to one o f the 
main London teaching h o s p i t a l s t o l d me t h a t the d o c t o r s up there mada 
him r e a l l y f e e l t h a t he was a c o l l e a g u e d e a l i n g w i t h tha handicap. They 
would a l l s i t i n a b i g c i r c l e and he and h i s w i f e would be p a r t o f t h a t 
c i r c l e and thay would a l l t a l k t o g e t h e r . Tha d o c t o r s d i d not use l o n g 
names t h a t they d i d not understand and i f the f a t h e r was not c l e a r about 
something he would ask them to say t h a t a g a i n . He always came back 
f e a l i n g t h a t the long journey there and back i n a day had been w e l l 
w o r t h w h i l e and t h a t he had given as much to the d o c t o r s as thay had 
g i v e n to him which made him s a t i s f i e d . 
These comments l i n k c l e a r l y w i t h the I n t e g r a t i n g a c t i v i t i e s o f 
tha s o c i a l worker (Chapter 5) and i n p a r t i c u l a r w i t h the communicating 
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and encouraging communication aspects o f her work. 
2) The I n t e g r a t e d Approach 
I n the opening chapter the I n t e g r a t e d Approach i n s o c i a l work was 
e x p l a i n e d as a conceptual framework f o r the assessment o f problems and 
the p l a n n i n g o f * i n t e r v e n t i v e * techniques. I t i s a way o f t h i n k i n g , an 
a n a l y s i s u h i c h accommodates knowledge from many sources and i n c o r p o r a t e s 
a l l known methods o f s o c i a l work i n t e r v e n t i o n . I t g i v e s ample o p p o r t u n i t y 
f o r one to one work but a l s o encourages much g r e a t e r f l e x i b i l i t y w i t h i n 
t h i s way o f work i n g , so t h a t f o r axampla, time l i m i t e d , task o r i e n t a t e d 
approaches and behaviour m o d i f i c a t i o n are considered a l o n g s i d e the l o n g 
term s u p p o r t i v e i n t e r v e n t i v e techniques which h i t h e r t o seem to have been 
most e x t e n s i v e l y used. As w e l l as work w i t h i n d i v i d u a l s i n t e r v e n t i o n may 
be w i t h s m a l l groups, l a r g e groups and communities and the person p r e -
s e n t i n g w i t h the problem i s n o t n e c e s s a r i l y going to be the c l i e n t w i t h 
whom the worker p r i n c i p a l l y engages h i s p r o f e s s i o n a l a t t e n t i o n . As y e t 
an I n t e g r a t e d Approach i s very much a t h e o r e t i c a l modet l i t t l e t e s t e d i n 
p r a c t i c e b u t , as was suggested a t the beg i n n i n g o f t h i s t h e s i s , i t might 
be a way forward i n h e l p i n g f a m i l i e s w i t h the problems c r e a t e d by 
c h r o n i c c o n d i t i o n s . 
As i t i s a way o f t h i n k i n g i t cannot be t e s t e d u s i n g the c l i n i c a l 
t r i a l model. But the r e s e a r c h e r / s o c i a l worker was able t o lo o k a t the 
problem w i t h the framework put i n t o her mind by the I n t e g r a t e d Approach, 
This approach suggests a p a r t i c u l a r s t y l e or mode o f i n t e r v e n t i o n and i t 
i s t h i s p a r t i c u l a r s t y l e which to some e x t e n t was baing t a s t e d and 
e v a l u a t e d . The p r o j e c t and i t s r e s u l t s comment o n l y i n d i r e c t l y on the 
I n t e g r a t e d Approach to the e x t a n t t h a t the mode o f i n t e r v e n t i o n ' i n s p i r e d ' 
by i t i s judged to be good or i m p o r t a n t , o r to the e x t e n t t h a t t h i s mode 
o f i n t e r v e n t i o n can be d i r e c t l y demonstrated to be due to the t h e o r -
e t i c a l view taken. 
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In a p p l y i n g an I n t e g r a t e d Approach to the area o f handicap a 
more v e r s a t i l e a p p r a i s a l o f a range o f s o c i a l work i n t e r v e n t i o n s was 
p o s s i b l e . The f i r s t survey had i n d i c a t e d t h a t the time when parents were 
t o l d was a tra u m a t i c one, so i t was l i k e l y t h a t one to.one work would 
be most a p p r o p r i a t e here, p a r t i c u l a r l y modelled upon c r i s i s i n t e r v e n t i o n 
techniques. Two f u r t h e r p o t e n t i a l c r i s i s stages were l i k e l y to occur 
when the c h i l d s t a r t e d school and then when he l e f t and went to the 
A d u l t T r a i n i n g Centre or Just came home because there are i n s u f f i c i e n t 
p laces f o r a l l the handicapped a d u l t s , Tha second o f these i s o u t s i d e 
the b r i e f o f t h i s research p r o j e c t , b ut the f i r s t d i d prove to be a 
d i f f i c u l t time, not the l e a s t because the Ed u c a t i o n Department seemed 
to have b l i n d spots. I n e v i t a b l y very l i t t l e work was done d i r e c t l y w i t h 
the c h i l d because he was e i t h e r too young or unable to communicate w i t h 
a s t r a n g e r , b ut to some e x t e n t he was reached by working w i t h the r e s t 
o f the f a m i l y . The e x c e p t i o n t o t h i s was Sharon K e n d a l l who i n her 
grave medical s t a t e became very depressed and was abl e t o use the s o c i a l 
worker i n a way which she c o u l d not use her par e n t s because they were so 
c l o s e to her. I n f a c t her f a m i l y was one o f the most r e c e p t i v e t o 
f a m i l y group work being done e s p e c i a l l y when the f a m i l y dynamics became 
f r a u g h t . On the o t h e r hand the Freestone f a m i l y f e l l a p a r t d u r i n g the 
d e c l i n i n g months o f Norman's i l l n e s s b ut n r s . Freestone was r e l u c t a n t 
f o r the s o c i a l work to be o r i t h anyone b u t h e r s e l f and sometimes her 
husband, nuch m a r i t a l work was to be expected. The r e f e r r i n g p o i n t was 
a handicapped c h i l d b ut the s t r e s s t h a t t h a t c o u l d generate seemed to 
g r a v i t a t e i n t o the marriage and f o r many o f the parents there were times 
when we d e a l t o n l y w i t h t h e i r personal r e l a t i o n s h i p and made no mention 
o f a n y t h i n g d i r e c t l y to do w i t h the handicap, f-lr, and n r s . Kendall's 
marriage was so soundly based y e t a t times they reached b r e a k i n g p o i n t 
and had to be helped to get back to t h e i r normal f u n c t i o n i n g p a t t e r n . 
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The Coxs fou g h t and argued throughout the f i r s t year o f f l a r k ' s l i f e ; 
they might have done i n any case, but there was a j u s t i f i a b l e focus f o r 
i t i n t h e i r g r o s s l y abnormal baby f o r whom they had had to get m a r r i e d . 
I went to many parent group meetings and a t times became i d e n t i f i e d 
as a champion o f t h e i r cause. The p a r e n t s o f t e n saw me as a parson who 
had the f a c t s to back t h e i r argument on an i s s u e , or as somebody who 
would q u e s t i o n the apparent clumsiness o f some procedures and not accept 
as a sound b a s i s f o r p r a c t i c e , t h a t i t had always been dona t h a t way. In 
a l l thasa i n t e r v e n t i o n s the t r i a d o f one to one, s m a l l y o u p and community 
methods was considered and s e l e c t i o n made as seemed a p p r o p r i a t e f o r a way 
o f w o r k i n g . But not o n l y were the parents and t h e i r f a m i l i e s the c l i e n t s , 
so too were some o f the o t h e r p r o f e s s i o n a l s . I t c o u l d be argued t h a t a 
c l i e n t may o n l y be so w i t h h i s knowledge and consent. I f one used the 
term u n i t o f a t t e n t i o n then one i s much more f r e e to l o c a t e the s o c i a l 
work i n t e r v e n t i o n where i t seems to the worker to be needed. Several 
i n t e r v i e w s w i t h the e d u c a t i o n a l p s y c h o l o g i s t s brought b e n e f i t s u l t i m a t e l y 
to the f a m i l i e s . The. nurses were helped w i t h t h e i r f e e l i n g s o f g r i e f 
and l o s s which u l t i m a t e l y meant they c o u l d r i s k g e t t i n g c l o s e r to the 
f a m i l i e s and thereby be of more he l p t o them. The c o n s u l t a n t s m o d i f i e d 
a l i t t l e t h e i r mode o f t e l l i n g parents about t h e i r c h i l d ' s c o n d i t i o n and 
i n l i s t e n i n g to arguments f o r e a r l y t e l l i n g helped the parents by 
improved p r a c t i c e . Uard s i s t e r s allowed d i s t r e s s e d p a r e n t s to behave 
and a c t o u t t h e i r emotions i n ways not q u i t e c o m p a t i b l e w i t h the smooth 
r u n n i n g o f the ward, but o f g r o a t help to the mourning process. And, 
because I was p a r t o f an i n t e r - d i s c i p l i n a r y system, I a l s o r e c e i v e d 
s u p p o r t and h e l p on the vary many occasions when I too needed i t . 
T his may sound as i f an I n t e g r a t e d Approach r e q u i r e s a s o c i a l 
worker to be r a t h e r unattached, f r e e f l o a t i n g , c h a m e l e o n - l i k e , when i n 
f a c t , i t i s o f f e r i n g an o p p o r t u n i t y to s y s t e m a t i c a l l y organise the 
257 
modus operandi according to the nature o f the problem r a t h e r than tha 
monomania o f the worker. However, because I was a t t a c h e d to tha 
h o s p i t a l , and the r e f e r r a l p o i n t was when a handicap was suspected, a 
l a r g e p r o p o r t i o n o f the work done was c r i s i s i n t e r v e n t i o n . 
3 ) . C r i s i s I n t e r v e n t i o n UJork. 
S o c i a l workers tend to f e e l good about c r i s i s i n t e r v e n t i o n because 
thay can see r e s u l t s , and as a method i t s s i g n i f i c a g c e may be exaggerated. 
People d£ cope i n c r i s e s and perhaps too much i s claimed f o r i t s e f f e c t -
i v e n e s s , n r . A l l e n s a i d , " I f we'd been l e f t f o r 12 hours we'd haue 
coped w i t h i t . " But s e v e r a l o f the par e n t s s a i d t h a t they had found i t 
very h e l p f u l to be t o l d t h a t some o f the extreme amotions they were ex-
p e r i e n c i n g were normal and would pass. To have been g i v e n a reasonably 
a c c u r a t e time scale f o r t h i s was very c o m f o r t i n g . Another aspect o f 
tha c r i s i s was t h a t i n t h e i r shocked s t a t e parents were o f t e n o n l y 
' h e a r i n g ' about ISfo o f tha i n f o r m a t i o n which they were g i v e n . I t was 
h e l p f u l to have t h a t i n f o r m a t i o n repeated as many times as was necessary 
f o r them to absorb i t . On the o t h e r hand there was some d i s t o r t i o n o f 
the massages they had r e c e i v e d . The A l i e n s claimed t h a t nobody s a i d t h a t 
S a l l y was going to d i e , when i n f a c t Dr. Brown had s a i d simply, c l e a r l y 
and repeatedly t h a t she would be g i v e n c l e a r f l u i d s and mada c o m f o r t a b l e , 
but t h a t she would not l i v e . n r . A l l e n d i d n o t 'hear' t h i s or perhaps 
i t was t h a t h i s anger a t l o s i n g h i s daughter was s t i l l baing p r o j e c t e d 
a t seeming incompetence. Or, i t c o u l d be argued t h a t c o n s u l t a n t s tend 
to use euphemisms i n t h e i r wish not to h u r t people, and alth o u g h i t i s 
s p l i t t i n g h a i r s perhaps parents need to hear the word ' d i e ' r a t h e r than 
'not l i v e ' , f i r . A l l e n had not been helped by sensing an atmosphere o f 
'something wrong' and not having t h i s e x p l a i n e d to him e a r l y enough. 
His w i f e was always more a c c e p t i n g o f events than he, p o s s i b l y due to 
the s l i g h t post-partum euphoria p r o t e c t i n g her, and when her personal 
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c r i s i s developed there wes help around which she chose t o use. Several 
o f the parents s a i d t h a t the s o c i a l worker was "the o n l y one who gave 
us any i n f o r m a t i o n " . Of course t h i s was not t r u e ; the c o n s u l t a n t a l s o 
gave them i n f o r m a t i o n , b u t i t was because the s o c i a l worker had repeated 
tha f a c t s a t a time when they were r e c e p t i v e t o h e a r i n g i t , and i n simple 
language which they c o u l d more e a s i l y grasp, t h a t they remembered i t 
coming from her. 
I f parents were not seen a t the c r i s i s p o i n t s they ufere subsequently 
i n need o f much g r e a t e r i n p u t s o f s o c i a l work time. I t was to be demon-
s t r a t e d t h a t i n these s i t u a t i o n s where the s o c i a l worker came.in a f t e r 
the news had been broken to the f a m i l y , i t took much l o n g e r to e s t a b l i s h 
what the r o l e should be and the e f f e c t i v e n e s s o f the i n t e r v e n t i o n appeared 
to be l e s s good. This was c l e a r l y so w i t h A n i t a U r i g l e y when compared 
w i t h nark Cox, Both ware very young naval f a m i l i e s w i t h the parents 
f o r c e d i n t o marriage by an unwanted pregnancy. A n i t a ' s mother was t o l d 
on her own i n an o u t - p a t i e n t c l i n i c and a l e t t e r was s e n t , i n due course, 
to the s o c i a l work department, nark's parents were t o l d t o g e t h e r by the 
c o n s u l t a n t and the s o c i a l worker r i g h t a t the very b e g i n n i n g , and i t was 
made c l e a r why the s o c i a l worker was t h e r e . Although Hark was much more 
s e v e r e l y handicapped f a r fewer s o c i a l work man hours ware put i n t o the 
case. There were a d d i t i o n a l problems caused by n r s , U/rigley's p s y c h i a -
t r i c i l l n e s s , b ut hours more time was i n v e s t e d i n t h i s case i n h e l p i n g 
them to move towards a c c e p t i n g t h a t A n i t a was n o t normal. I was n o t i n 
a t tha beginning o f the c o n t a c t w i t h Stephen Archer and Norman Free-
stone's parents; i t took l o n g e r to make c l e a r to these p a r e n t s the r o l e 
o f the s o c i a l worker than i t d i d w i t h Hr, and ("•Irs. K e n d a l l , The l a t e 
r e f e r r a l o f Amanda Old's and C h r i s t o p h e r Cooper's p a r e n t s r e s u l t e d i n 
no e f f e c t i v e s o c i a l work being a v a i l a b l e to them i n t h e i r bereavement, 
y e t Richard Thorpe's pa r e n t s wera abl e to use the s o c i a l work f o r the 
a g o n i s i n g 24 hours or so u n t i l Richard d i e d , n r , and n r s . Thorpe had 
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a very s u p p o r t i v e f a m i l y around them and s a i d l a t e r t h a t they would 
have coped i n any case, b u t i t had made t h a t task a l i t t l e e a s i e r f o r 
them. On the oth e r hand there were times when tha s o c i a l worker assessed 
t h a t the c r i s i s work done had been e f f e c t i v e and w e l l timed, y e t a year 
l a t e r i n the research i n t e r v i e w the c l i e n t s c o u l d n ot remember ever 
having seen a s o c i a l worker I n r . and n r s . F i e l d c o u l d n o t r e c a l l having 
seen a s o c i a l worker, d i d n o t recognise me and the n e a r e s t they c o u l d 
g e t i n i d e n t i f y i n g h e l p f u l people was *a l a d y went round w i t h the young 
d o c t o r i n open sandals.' Perhaps c l i e n t s remember more e a s i l y the nega-
t i v e aspects and something reasonable passes u n n o t i c e d . P r o f e s s i o n a l s 
have to t r y vary hard and r e p e a t e d l y to be c l e a r and to make an impact, 
b u t they have a l s o to accept t h a t they may appear very shadowy and 
i n s i g n i f i c a n t compared w i t h the g h a s t i i n e s s o f the ev e n t s . But the e f f o r t 
s h o u l d be put i n and the apparent l a c k o f impact i s no reason f o r not 
t r y i n g . 
I have suggested t h a t the use o f some o f the t r a d i t i o n a l casework 
techniques may not be tha most s u i t a b l e s o c i a l work method f o r i r r e v e r s -
i b l e c o n d i t i o n s and there was some evidence from the C o n t r a s t Group to 
suggest t h a t workers going i n and t a l k i n g about i t ware n o t being u s e f u l 
to the parents. I t c o u l d ba t h a t some s o c i a l workers p r o f e s s i o n a l l y 
o v e r s u b s c r i b e t o the n o t i o n o f the value o f ' t a l k i n g t h i n g s through'. 
Some p a r e n t s s a i d c a t e g o r i c a l l y t h a t they d i d n o t l i k e t a l k i n g about 
the s i t u a t i o n , 
" I don't l i k e to t a l k about i t , " 
" I p u t i t to the back o f my mind." 
"Sometimes I wanted to t a l k and sometimes I d i d n ' t , " 
For some parents they can o n l y c o n t i n u e to f u n c t i o n by b l o c k i n g o f f 
a l l thoughts and a n x i e t i e s about the handicap now, and i n the f u t u r e . 
They develop these defenses because they need them and i f they can on l y 
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c o n t i n u e to operate by p u t t i n g the a n x i e t y and f e a r " t o the back o f 
t h e i r mind" than these are vary s t r o n g c o n t r a - i n d l c a t i o n s to any method 
o f w o r k i n g which approximates to the p s y c h o - a n a l y t i c a l modal. Help f o r 
them needs to be e x t e r n a l to t h e i r p e r s o n a l i t y system and t h i s i n an 
I n t e g r a t e d Approach i s a more r e a l i s t i c way o f wor k i n g . There i s a place 
f o r one to one work. Some pare n t s mentioned t h a t the s o c i a l worker was 
prepared to l i s t a o - . to "the same o l d t h i n g over and over a g a i n . " Hrs. 
Robert s s a i d t h a t the s o c i a l worker l a t her t a l k about the t h i n g s which 
made her c r y but about which she wanted to t a l k about and was prevented 
from doing so by her f a m i l y who ware f o r ever t r y i n g to cheer her up, 
Hrs. Parker s a i d she cou l d c r y w i t h the s o c i a l worker " b u t not w i t h h i s 
mother." At the same time a t t e n t i o n needs to be p a i d t o the environment 
around because t h i s i s where the most s i g n i f i c a n t change can occur. 
4 ) . Systems Thinking 
There was good evidence from the saga o f Stephen Archer's a p p l i -
c a t i o n f o r s p e c i a l education (sea Chapter S) to sup p o r t s o c i a l workers 
i n b e i n g very a c t i v e l y engaged.;in wo r k i n g w i t h i n the systems, i m p i n g i n g 
upon the c l i e n t w i t h the problem. I t meant uncovering the d e l a y i n g 
mechanisms and revealed a s p e c i a l e d u c a t i o n procedure which would not 
o p e r e t e smoothly, ( i n f a c t , i n t h i s case not a t a l l ) i f i t d i d n o t 
o r i g i n a t e w i t h a head teacher i n the S.E.I form. Obviously the system 
o n l y worked f o r the over 5 yeer o l d s who were a l r e a d y i n s c h o o l . 
F o l l o w i n g tha t r i a l s and t r i b u l a t i o n s o f t h i s case a new procedure was 
e s t a b l i s h e d by which the c o n s u l t a n t p a e d i a t r i c i a n c o u l d i n i t i a t e the 
5.E, s e l e c t i o n by w r i t i n g to the Community Hea l t h P h y s i c i a n d i r e c t l y 
and thereby the head teacher's r e q u e s t was by-passed. This became 
stand a r d procedure h e n c e f o r t h and r e s u l t e d d i r e c t l y f r o m s o c i a l work 
i n t e r v e n t i o n i n the e d u c a t i o n a l system. 
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Soma o f the comments made by the p a r e n t s i n the e x p e r i m e n t a l Group 
a b o u t the s o c i a l work r e f l e c t s o m e t h i n g o f the w i d e r a p p r o a c h . They 
l i k e d b e i n g t o l d e a r l y and h o n e s t l y . Nobody had found t h a t the i n f o r -
m a t i o n was g i v e n too e a r l y o r t h a t the p r o f e s s i o n a l s had been too u n -
c o m f o r t a b l y h o n e s t . They a p p r e c i a t e d ' t h e k n o w l e d g e ' , ' t h e a d v i c e ' , 
' g e t t i n g t h i n g s f o r them*, ' knowing the way round the s y s t e m ' , fat many 
o f thera the s o c i a l worker was p e r c e i v e d i n the r o l e o f i n t e r p r e t e r and 
g o - b e t w e e n , e s p e c i a l l y w i t h the m e d i c a l p r o f e s s i o n and one c o n s u l t a n t i n 
p a r t i c u l a r : -
"A v a r y u s e f u l non m e d i c a l back u p , " ( n r , S t e p h e n s ) , 
" E x p l a i n e d the terms i n l a y m a n ' s l a n g u a g e . " ( H r s , R i c h a r d s o n ) . 
. The s o c i a l worker was a l s o s e e n a s h a v i n g a s p e c i a l ' s h a r i n g ' r o l e : 
"They have a s p e c i a l k i n d o f l i s t e n i n g . . . they d o n ' t keep 
s a y i n g y e s but " ( f i r s , S t e p h e n s ) , 
"The d i f f e r e n c e w i t h s o c i a l w o r k e r s i s t h a t they g e t 
down to the h e a r t o f the m a t t e r . " ( M r s , S t a l l m a n ) , 
"They coma s t r a i g h t o u t w i t h i t , " ( n r . H a r r i s ) , 
These comments s u g g e s t t h a t the s o c i a l worker i s somebody who i s 
p r e p a r e d to f a c e the w o r s t w i t h them and the s u p p o r t i s g i v e n by f a c i n g 
r a t h e r than by e v a d i n g , C l e e r l y i t i s a s e r v i c e w h i c h has to be e x p e r -
i e n c e d f o r p e o p l e to r e a l l y u n d e r s t a n d what i t i s , Mrs . S t a l l m a n spoke 
o f i t ' f e e l i n g g o o d ' ; H r , Cann e x p l a i n e d t h a t he u s e d to t h i n k o f s o c i a l 
w o r k e r s a s ' w e l l o f f l a d i e s w i t h n o t h i n g to do o t h e r than go ing round 
d i s h i n g o u t a lms to the poor and n e e d y , ' Then he went on to s a y : -
"Qut now we have met one and e x p e r i e n c e d the v e r y 
s p e c i a l i s e d and p r o f e s s i o n a l work w h i c h goes on 
w i t h the problems w h i c h c a n d e v e l o p from i l l n e s s , 
we have a very d i f f e r e n t i m p r e s s i o n , Uie've had 
a d v i c e , h e l p , r e a s s u r a n c e , m o r a l s u p p o r t and 
p e r h a p s most i m p o r t a n t w e ' v e had i n f o r m a t i o n . She 
was the o n l y p e r s o n who r e a l l y gave u s i n f o r m a t i o n , 
the o n l y p a r s o n who t o l d u s what i t would be l i k e , " 
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T h e r e I s no way o f m a a s u r l n g o r c o l l e c t i n g e v i d e n c e to l i n k what 
had bean c o n s i d e r e d 'good p r a c t i c e ' w i t h happy outcomes and 'bed 
p r a c t i c e * w i t h poor ou tcomes . I t would be e x p e c t i n g much more o f a s h o r t 
term e x t e r n a l i n f l u e n c e than i s p o s s i b l e o r l i k e l y i n a s i t u a t i o n o f s u c h 
g r a v i t y and c o m p l e x i t y . B u t t h e r e i s some e v i d e n c e t h a t i t f e l t good to 
c l i e n t s J u s t a s i t f e l t b a t t e r to the p r o f e s s i o n a l s i n v o l v e d , and t h a t 
s u r e l y i s good i n i t s e l f * I t i s humane and i t a c c o r d s the p a r e n t s d i g -
n i t y and e q u a l s b a t u s . The e x p r e s s i n g o f c o m p a s s i o n a t e and c a r i n g cor>-
e a r n may be e x c e e d i n g l y d i f f i c u l t to measure b u t i t i s v a l u e d and :'. 
a p p r e c i a t e d and s h o u l d be promoted f o r t h a t r e a s o n a l o n a « 
THE PROJECT 
T h i s h a s been a s t u d y o f the i m p a c t o f h a v i n g a h a n d i c a p p e d c h i l d 
on the l i f e o f h £ n e t y - t w o f a m i l i e s , and o f the s o c i a l work s e r v i c e 
w h i c h some o f t h e s e f e m i l i e s r e c e i v e d . There i s p l e n t y o f comment a b o u t 
the p r o b l e m s whtch c a n b e s e t the h a n d i c a p p e d c h i l d and h i s f a m i l y b u t 
v e r y l i t t l e about " t h e f a m i l i e s who meet the c r i s i s o f h a n d i c a p a s they 
meet o t h e r c r i s e s w i t h r e s i l i e n c e and common s e n s e . " ( H e w e t t ( 1 9 7 0 ) ) . 
I t became a p p a r e n t e a r l y i n the s u r v e y o f the C o n t r a s t Group t h a t i t 
d o e s not n e c e s s a r i l y f o l l o w t h a t b e c a u s e a c h i l d i s h a n d i c a p p e d t h i s 
i s g o i n g to be more o f a problem f o r the f a m i l y than l i f e would be w i t h -
o u t t h a t h a n d i c a p p i n g c o n d i t i o n . Some f a m i l i e s seem a b l e to a d a p t to 
and accommodate the demands o f the h a n d i c a p p i n g c o n d i t i o n , and r a r e l y 
come i n c o n t a c t w i t h the p r o f e s s i o n a l s e r v i c e s w h i c h e x i s t to a s s i s t 
them. T h e r e f o r e an i m p o r t a n t a s p e c t o f t h i s r e s e a r c h s t u d y i s t h a t 
i t h a s been o f a sample o f the t o t a l p o p u l a t i o n o f f a m i l i e s w i t h a 
h a n d i c a p p e d c h i l d and not J u s t an i n v e s t i g a t i o n o f t h o s e who come to 
the n o t i c e o f the c a r i n g p r o f e s s i o n s by t h e i r f r e q u e n t r e q u e s t s f o r 
h e l p . ( Kew ( 1 9 7 5 ) ) . 
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I t has bean very much a consumer s u r v e y , s o m e t h i n g w h i c h the 
C o u r t R e p o r t ( 1 9 7 6 ) c o n s i d e r e d to be an a r e a i n need o f much more 
r e s e a r c h , and one w h i c h L e e s ( 1 9 7 5 ) c l a i m s to be p a r t i c u l a r l y a p p r o p -
r i a t e to the s o c i a l work r e s e a r c h e r . Throughout the a s s e s s m e n t o f 
n e e d s and e v a l u a t i o n o f s e r v i c e s has been b a s e d upon m a j o r c o n t r i b u -
t i o n from the p a r e n t s and t h i s was a much more s u c c e s s f u l component 
o f the r e s e a r c h than o r i g i n a l l y was e n v i s a g e d . 
The p i l o t s u r v e y dona i n the f i r s t i n s t a n c e w i t h a group o f p a r e n t s 
a t S t . N i c h o l a s n u r s e r y l e d to some minor m o d i f i c a t i o n s i n the r e s e a r c h 
s c h e d u l e , and g e n e r a l l y the q u e s t i o n n a i r e was q u i t e a p p r o p r i a t e to the 
d a t a t h a t needed to be e l i c i t e d a t the f i r s t s t a g e o f the e n q u i r y . The 
q u e s t i o n s a s k e d seemed to t r i g g e r o f f i n t e r e s t i n g and r e l e v a n t comments 
by the p a r e n t s , and t h e r e seemed to be w i d e s p r e a d en joyment o f t a k i n g 
p a r t i n the i n t a r v i e w . The f r e q u e n t u s e o f the tape r e c o r d e r , a l t h o u g h 
making f o r a v e r y time consuming s e c o n d c h e c k on the i n t e r v i e w , a l s o 
e n a b l e d the d a t a to be r i c h w i t h q u o t a t i o n a s w e l l a s much more 
a c c u r a t e . The l i b e r a l u s e o f t h e s e q u o t a t i o n s t h r o u g h o u t the t h e s i s 
i s a t es t imony to the v a l u e o f s u c h a mathod. The a p p r o a c h to the 
p a r e n t s was f a i r l y u n p r a s s u r i s e d i n t h a t the onus was upon them to 
p o s t back the r e p l y s h e e t w i t h t h e i r d e c i s i o n a b o u t t a k i n g p a r t i n the 
s u r v e y . There was a 79^ r e s p o n s e and t h e r e was no way o f knowing 
w h e t h e r i t was skewed towards i n c l u d i n g the ' c o o p e r a t i v e ' p a r e n t s a s 
opposed to the ' u n c o o p e r a t i v e * or w h e t h e r i t i n c l u d e d a f a i r number 
w i t h an axe to g r i n d . 
The E x p e r i m e n t a l Group on the o t h e r hand was a t o t a l p o p u l a t i o n 
a l b e i t a s m a l l o n e . I t i n c l u d e d a l l t h o s e c h i l d r e n d i a g n o s e d a s 
a c t u a l l y , o r p o t e n t i a l l y h a n d i c a p p e d who were r e f e r r e d to me i n one 
y e a r a t the h o s p i t a l . I t was a s m a l l e r group t h a n , from a r e s e a r c h 
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p o i n t o f viatafy had been hoped f o r , b e i n g a b o u t h a l f the s i z e o f the 
C o n t r a s t Group . Of t h e s e 32 c h i l d r e n o n l y 12 met the c r i t e r i a f o r 
b e i n g c l a s s i f i e d h a n d i c a p p e d ( s e e p. 22 ) so c o m p a r i s o n between C o n t r a s t 
and e x p e r i m e n t a l Groups i s n u m e r i c a l l y l e s s b a l a n c e d than u a s i n i t i a l l y 
e n v i s a g e d . 
A more d i r e c t a p p r o a c h ufas made to t h e s e p a r e n t s uhan the t ime 
came fo r the r e s e a r c h i n t e r v i e u , i n t h a t I w r o t e and a s k e d i f I m i g h t 
c a l l a t a c e r t a i n time and s u g g e s t e d t h a t they t e l e p h o n e d m e . i f i t 
u a s n o t c o n v e n i e n t . The onus was t h e r e f o r e on them to *opt o u t * r a t h e r 
than ' o p t i n * . I t may w e l l have been l e s s o n e r o u s to take p a r t i n my 
r e s e a r c h i n t e r v i e w than to go down the road to t e l e p h o n e , but t h e r e 
was a 91% r e s p o n s e from t h i s Group. They w e r e , o f c o u r s e , b e i n g 
i n v i t e d by somebody they a l r e a d y knew to do someth ing w i t h w h i c h they 
w e r e a l r e a d y f a m i l i a r , i . e . be i n t e r v i e w e d . 
T h i s very p o s i t i v e and c o o p e r a t i v e r a s p o n s e from the p a r e n t s 
s u g g e s t s t h a t t h e r e c o u l d be even more a m b i t i o u s r e s e a r c h p r o j e c t s 
d e s i g n e d to g a t h e r consumer o p i n i o n . I f the tape r e c o r d e r was no 
i n h i b i t o r o f s p e e c h , then a u d i o - v i d e o equ ipment need n o t curb e x p r e s -
s i o n s and a c t i o n s . A l though the e v a l u a t i v e i n t e r v i e w s were tape 
r e c o r d e d none o f the a c t i o n r e s e a r c h s e s s i o n s w a s . I t i s now a p p a r e n t 
t h a t t h i s was a g r a a t o m i s s i o n . Had t h i s e v i d e n c e been a v a i l a b l e i t 
would have been p o s s i b l e to comment on the a c c u r a c y o f the p e r c e p t i o n s 
o f c l i e n t and worker a s to what was a c t u a l l y s a i d a t v a r i o u s c r u c i a l 
t i m e s . I t would have been even b e t t o r i f t h e r e had been a v i s u a l 
r e c o r d o f what had gone o n . 
A g a i n i t w i l l be a rgued t h a t to s e t up a t e l e v i s i o n camera and 
to f i l m a p o i g n a n t i n t e r v i e w i s a n i n t r u s i o n upon p e o p l e ' s p r i v a c y 
and a t the o u t s e t o f t h i s p r o j e c t t h i s would have been the v iew o f 
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the r e s e a r c h e r . However, by the end o f i t t h i s p e r s o n a l a t t i t u d e i s 
c h a n g e d c o n s i d e r a b l y by t h e s e two f a c t o r s . F i r s t , the p a r e n t s a p p a r e n t 
l a c k o f i n h i b i t i o n o f b e i n g tape r e c o r d e d and s e c o n d , the r e a l i s a t i o n 
t h a t t h e r e i s no o t h e r way o f r e c o r d i n g a c c u r a t e l y what g o e s on i n 
i n t e r v i e w s . 
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CHAPTER 8 
C o n c l u s i o n s 
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The f o c u s o f t h i s r e s e a r c h h a s been upon the p r a c t i c e o f s o c i a l 
work and i t s a t ou t to a c h i e v e t h r e e t h i n g s . I n the f i r s t p l a c e to c o n -
s i d e r the u s e s o f an I n t e g r a t e d Approach i n w o r k i n g w i t h f a m i l i e s h a v i n g 
a h a n d i c a p p e d c h i l d . S e c o n d l y , w i t h i n t h a t f ramework, a t t e m p t s were 
mada to improv/e upon e x i s t i n g c a s e w o r k t e c h n i q u e s p a r t i c u l a r l y by the 
i n c o r p o r a t i o n o f more r e c a n t knowledge o f c r i s i s t h e o r y , bereavement 
and l o s s , and p l a n n e d s h o r t term t r e a t m e n t . T h i r d l y , t h e r e was an a t t e m p t 
to i n v o l v e the p a r e n t s more i n the p l a n n i n g and e v a l u a t i o n o f the work 
programmes and to acknowledge t h a t t h e y , too , were f a s t d e v e l o p i n g a s 
e x p e r t s i n h a n d i c a p who needed to be p a r t n e r s i n the c a r i n g t a s k . 
The U s e s o f an I n t e g r a t e d Approach 
Both the C . C . E . T . S . U . D i s c u s s i o n Document (Mo. 5) ( 1 9 7 4 ) and the 
C o u r t R e p o r t ( 1 9 7 6 ) s u g g e s t e d t h a t s o c i a l w o r k e r s need to be o p e r a t i n g 
i n the f i e l d o f h a n d i c a p . A f t e r c o m p l e t i n g the i n i t i a l s u r v e y o f the 
c o n t r a s t group whore p a r e n t s * a t t i t u d e s to s o c i a l w o r k e r s seemed to bo 
so n e g a t i v e , i t would be r e a s o n a b l e to t h i n k t h a t p e r h a p s the two w o r k i n g 
p a r t i e s were i n c o r r e c t i n t h e i r a s s e s s m e n t s and r e c o m m e n d a t i o n s . However, 
a f t e r g a t h e r i n g more da ta and e x p e r i m e n t i n g w i t h a w i d e r range o f i n t e r -
v e n t i v e t e c h n i q u e s , the re ware c l e a r i n d i c a t i o n s t h a t a s o c i a l w o r k e r 
h a s a r o l e to p l a y , bu t to be e f f e c t i v e t h e r e has to be a r e c a s t i n g 
o f some o f the t r a d i t i o n a l ways o f i n t e r v e n i n g . 
H i t h e r t o , s o c i a l work p r a c t i c e h a s been i n danger o f b e i n g governed 
by the " law o f the i n s t r u m e n t " . ( P i n c u s and Minahan ( 1 9 7 3 ) ) . I f some-
body has a hammer i n h i s hand he w i l l go a l o n g and bang a l l those t h i n g s 
w h i c h he f e e l s need hammering. I f a s o c i a l worker i s t r a i n e d to o p e r a t e 
i n o n l y one method t h e n , r e g a r d l e s s o f the n a t u r e o f the p rob lem, t h a t 
w i l l be the method u s e d . The s o c i a l worker may be e x t r e m e l y s k i l l e d i n 
u s i n g t h a t way o f work ing but i t c o u l d w e l l b l i n k e r him i n t o o p e r a t i n g 
w i t h i n a narrow way. I t c o u l d be a r g u e d t h a t a s o c i a l w o r k e r o p e r a t i n g 
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w i t h i n the f i e l d o f h a n d i c a p needs to have c o n s i d e r a b l e i n t e r e s t i n and 
knowledge o f the m e d i c a l and e d u c a t i o n a l c o m p o n e n t s , a s w a l l a s the s o c i a l 
a s p e c t s o f h a n d i c a p , and a l s o to be v e r y w e l l i n f o r m e d a b o u t the complex 
network o f r e s o u r c e s . As s u c h t h a t s o c i a l w o r k e r would become e x t r e m e l y 
s p e c i a l i s e d i n t h i s a r e a o f work a n d , a s a r e s u l t , p e r h a p s no t be v a r y 
competen t i n o t h e r f i e l d s . 
I t has been shown t h a t an I n t e g r a t e d Approach i s a way o f a n a l y s i n g 
a s i t u a t i o n , i s a c o n c e p t u a l model w h i c h g i v e s much g r e a t e r f l e x i b i l i t y 
i n t a c k l i n g the prob lems t h a t e x i s t . I t s v a l u e i s p r i m a r i l y t h a t w i t h i n 
a p r o f e s s i o n w h i c h i n c l u d e s so many a r e a s o f work , i t i s a way o f t h i n k i n g 
w h i c h c a n be t r a n s p o s e d i n t o a v a r i e t y o f s i t u a t i o n s . The i n t e r v e n t i v a 
t e c h n i q u e s w h i c h may be a p p l i e d when w o r k i n g w i t h f a m i l i e s w h i c h have a 
h a n d i c a p p e d c h i l d , might a l s o be r e l e v a n t i n w o r k i n g w i t h f a m i l i e s w h i c h 
have an e l d e r l y dependent r e l a t i v e o r a d e v i a n t y o u n g s t e r . 
Much o f c u r r e n t s o c i a l work p r a c t i c e i s c a s e w o r k , and t h i s was t rue 
o f the i n t e r v e n t i o n w i t h the e x p e r i m e n t a l g roup , b u t a t the same time 
there was a l s o b e i n g p r a c t i s e d s m a l l group work , l a r g e group work and 
some community i n v o l v e m e n t . A v a r i e t y o f methods and ways o f i n t e r v e n i n g 
ware c o n s i d e r e d a n d , f u r t h e r m o r e , the work was no t j u s t w i t h the f a m i l y 
but a l s o w i t h m e d i c a l c o l l e a g u e s , e d u c a t i o n a l p s y c h o l o g i s t s , s p e e c h 
t h e r a p i s t s and t e a c h e r s . I t i n c l u d e d b u i l d i n g up a ne twork o f e f f e c t i v e 
communica t ion between a l l the d i s c i p l i n e s and d e v e l o p i n g a n u n d e r s t a n d i n g 
o f how t h a t s y s t e m c o u l d be m o b i l i s e d f o r maximum e f f i c i e n c y . As s u c h 
i t met the two d i f f e r e n c e s from c u r r e n t p r a c t i c e s t a t e d by S p e c h t and 
U i c k e r y ( 1 9 7 7 ) i n t h a t t h e r e was a g r e a t l y i n c r e a s e d range o f c h o i c e 
made a v a i l a b l e and much g r e a t e r communica t i o n . The one w o r k e r was d o i n g 
a l l t h e s e t h i n g s and where t h e r e were d e f i c i e n c i e s i n her knowledge about 
some a s p e c t she made c e r t a i n t h a t s h e found o u t where to go f o r t h a t 
i n f o r m a t i o n . The f a c t t h a t many p a r e n t s i n the E x p e r i m e n t a l Group 
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commented i n the f i n a l s u r v e y on the s o c i a l w o r k e r ' s a p p a r e n t knowledge 
o f the r e s o u r c e s , her s k i l l s i n i n t e r p r e t i n g complex m e d i c a l i n f o r m a t i o n 
and her a b i l i t y to r e l a t e , would s u g g e s t t h a t the l i a i s i n g p a r t o f a n 
I n t e g r a t e d Approach made a p o s i t i v e i m p a c t upon them. 
A l t h o u g h the t h i n k i n g o f an I n t e g r a t e d Approach was e v i d e n t i n her 
p r a c t i c e , r e t r o s p e c t i v e l y i t i s now c l e a r t h a t the w o r k e r d i d n o t c a r r y 
o u t f u l l y the i m p l i c a t i o n s o f the a p p r o a c h i n t o her r e c o r d i n g . Huch work 
was done w i t h the e d u c a t i o n a l p s y c h o l o g i s t s and s p e c i a l e d u c a t i o n 
d e p a r t m e n t f o r e x a m p l e , to a c h i e v e change t h a t was c o n s i d e r e d by her to 
be e s s e n t i a l f o r the w e l l b e i n g o f the f a m i l i e s . A s e p a r a t e f i l e o f t h i s 
work s h o u l d have bean k e p t . Where i t r e l a t e d to a p a r t i c u l a r c a s e t h e r e 
i s a note o f the i n t e r a c t i o n on the i n d i v i d u a l c a s e r e c o r d , b u t t h e r e 
were many more m e e t i n g s and g e n e r a l d i s c u s s i o n s w h i c h ware not c e n t r a l l y 
r e c o r d e d . L i k e w i s e a c c o u n t s o f what o c c u r r e d i n i n t e r v i e w s w i t h 
c o l l e a g u e s were not r e c o r d e d i n the same d e t a i l a s w i t h c l i e n t s and y e t 
both were e q u a l l y i m p o r t a n t . 
The i n c o r p o r a t i o n o f r e c e n t knowledge i n t o the c a s e w o r k . 
The ma jor c o n c e p t t h a t was e x p e r i m e n t e d w i t h was t h a t o f Wolkon 
( 1 9 7 1 ) who s t a t e d t h a t the e f f e c t o f i n t e r v e n t i o n was the g r e a t e r the 
n e a r e r i t o c c u r r e d to the c r i s i s . I t was assumed t h a t the m a j o r i t y o f 
the p a r e n t s would be put i n t o a s t a t e o f c r i s i s whan t h a i n f o r m a t i o n 
about t h e i r c h i l d ' s c o n d i t i o n was g i v e n to them, and t h i s g e n e r a l l y 
was found to be s o . For some ( e . g . Hr . and f i r s . H a r r i s ) t h e i r 
b e h a v i o u r p r i o r to b e i n g g i v e n the m e d i c a l d e t a i l s b o r e a l l the h a l l -
marks o f b e i n g i n c r i s i s , y e t t h i s was b a s e d o n l y on t h e i r s u s p i c i o n s ; 
Help was o f f a r e d s i m u l t a n e o u s l y w i t h the i n f o r m a t i o n b e i n g g i v e n , and 
a s the e x p e r i m e n t a l y e a r p roceeded i t became a p p a r e n t t h a t t h e r e was 
a g r e a t e r w i l l i n g n e s s on the p a r t o f tha m e d i c a l p r o f e s s i o n to i m p a r t 
m e d i c a l i n f o r m a t i o n to the p a r e n t s a t an e a r l i e r s t a g e , even when 
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there was c l i n i c a l u n c e r t a i n t y , than had been the p r a c t i c e i n the p a s t . 
The f i r s t hour a f t e r b e i n g put i n t o a c r i s i s s t a t e i s a v e r y s e n s i t i v e 
p e r i o d o f t ime and the a v a i l a b i l i t y o f i n f o r m e d , c a r i n g p r o f e s s i o n a l 
h e l p a t t h i s p o i n t i n time i s c r u c i a l to the s u b s e q u e n t i n v o l v e m e n t 
w i t h t h a t f a m i l y . The i m p l e m e n t a t i o n o f t h i s s o r t o f t i m e t a b l e r e q u i r e d 
the s o c i a l worker to be a v a i l a b l e o u t s i d e normal o f f i c e h o u r s . I t a l s o 
c a l l e d f o r m e d i c a l c o n s u l t a n t s to be p r e p a r e d to s e e p a r e n t s a t t imes 
w h i c h were l e s s c o n v e n i e n t to them. Ufhat d i d become a p p a r e n t i s t h a t 
t h e r e may be some l o o s e t a l k a b o u t c r i s i s i n t e r v e n t i o n w i t h i n the s o c i a l 
work p r o f e s s i o n and t h a t soma s e e m i n g l y n o t p a r t i c u l a r l y s u c c e s s f u l work 
i s due more to the t i m i n g b e i n g a t f a u l t r a t h e r than the c o n c e p t u a l -
i s a t i o n . I t i s l i k e l y t h a t the w o r k e r s a r e u s i n g c r i s i s t e c h n i q u e s i n 
p o s t c r i s i s s i t u a t i o n s . P e o p l e do b e g i n to r e s o l v e t h e i r c r i s e s v e r y 
q u i c k l y , and a l t h o u g h t h e i r ways o f d o i n g so may a t t i m e s be deemed to 
be p a t h o l o g i c a l , the time o f m a l l e a b i l i t y and o p e n n e s s to o f f e r s o f h e l p 
h a s been m i s s e d . T h i s p a r t o f the e x p e r i m e n t a l work was p e r h a p s the most 
s u c c e s s f u l b e c a u s e much p r o g r e s s was made i n q u a n t i f y i n g the t ime f a c t o r s 
and i n r e f i n i n g the t e c h n i q u e s o f i n t e r v e n i n g . 
I n v o l v i n g p a r e n t s i n the work programme. 
T h i s was an a s p e c t o f the r e s e a r c h w h i c h had mixed f o r t u n e s . As f a r 
a s the s o c i a l work was c o n c e r n e d the p a r e n t s were i n v o l v e d i n a l l the 
s i g n i f i c a n t d e c i s i o n s . The s o c i a l w o r k e r d i s c u s s e d w i t h them the ways 
o f i n t e r v e n i n g , the s t a g e s through w h i c h they were l i k e l y to p a s s i n 
t h e i r c r i s e s , t h e i r g r i e f work and t h e i r m o u r n i n g . P a r e n t s seemed to 
be r e a s s u r e d by the a c c u r a c y o f p r e d i c t i o n . D o c t o r s were rimenable to 
b e i n g persuaded to e x p l a i n to p a r e n t s why the c h i l d was r e c e i v i n g the 
t r e a t m e n t he h a d , b u t t h e r e was s t i l l some e v i d e n c e o f m e d i c a l 
a u t h o r i t y , even a r r o g a n c e i n s a y i n g t h a t t h i s i s the t r e a t m e n t t b a t 
your c h i l d w i l l h a v e . 
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There w a s , however , l a s s w i l l i n g n e s s from some o f the o t h e r p r o -
f e s s i o n a l s to i n v o l v e the p a r e n t s . For e x a m p l e , both the e d u c a t i o n a l 
p s y c h o l o g i s t and the a d m i n i s t r a t o r s . f r o m the E d u c a t i o n Depar tment were 
r e l u c t a n t to have Mr. and M r s . A r c h e r a t t e n d the c a s e c o n f e r e n c e to 
d i s c u s s S t e p h e n ' s s c h o o l i n g . The p a r e n t s , unaware o f the d i s q u i e t , d i d 
a t t e n d but o n l y b e c a u s e the s o c i a l worker i n s i s t e d t h a t they were i n v i t e d 
and then got the p a e d i a t r i c i a n to back her i n t h i s s t a n d . G e n e r a l l y 
t h a r e was an u n w i l l i n g n e s s on the p a r t o f o t h e r p r o f e s s i o n a l s to r e c o g n i s e 
t h a t p a r e n t s , and p a r t i c u l a r l y p a r e n t s o f h a n d i c a p p e d c h i l d r e n , a r e e x p e r t s 
w i t h i n t h e i r a r e a and do have someth ing v e r y v a l u a b l e to c o n t r i b u t e . 
G e n e r a l l y the n o t i o n o f teamwork h a s y e t to be e x t e n d e d to i n c l u d e the 
c l i e n t w i t h i n i t s w o r k i n g membersh ip , bu t the i n d i c a t i o n s from t h i s 
r e s e a r c h p r o j e c t o f t h o s e i n s t a n c e s where i t d i d o c c u r s u g g e s t t h a t much 
o f the h o s t i l i t y w i t h i n s t r e s s f u l s i t u a t i o n s i s removed by the i d e a l o f 
a p a r t n e r s h i p . 
I m p l i c a t i o n s o f t h i s r e s e a r c h f o r p r a c t i c e . 
I t a u g u r s w e l l f o r the s o c i a l work p r o f e s s i o n , some o f whose members 
a r e g r a p p l i n g w i t h s y s t e m i c c o n c e p t s , t h a t o t h e r d i s c i p l i n e s a r e b e g i n -
n i n g to t h i n k i n terms o f m u l t i d i s c i p l i n a r y f u n c t i o n i n g . But the f a c t 
r e m a i n s t h a t the most e n t h u s i a s t i c p r o f e s s i o n f o r J o i n t work seems to be 
the s o c i a l work o n e , w h i c h may r e f l e c t a l a c k o f p r o f e s s i o n a l s e l f -
c o n f i d e n c e and a need to t r y to s h a r e an a l l i e d p r o f e s s i o n ' s r a t h e r more 
s e c u r e m a n t l e . I f s o c i a l work i s to be an e q u a l p a r t n e r w i t h t h e s e o t h e r 
p r o f e s s i o n s , r a t h e r than a poor r e l a t i o n , i t w i l l have to d e v e l o p 
f u r t h e r and p u b l i c i s e , bo th i t s knowledge b a s e and i t s p r o f e s s i o n a l 
s k i l l s . T h i s p r o j e c t , and e s p e c i a l l y the work w i t h the E x p e r i m e n t a l g r o u p , 
d e m o n s t r a t e d t h a t the s o c i a l worker d i d have a u n i q u e c o n t r i b u t i o n to 
make i n the a r e a s o f r e l a t i o n s h i p f o r m a t i o n , g r i e v i n g and l o s s and i n 
e s t a b l i s h i n g communicat ion n e t w o r k s . I n i t i a l l y she had to s e e k o u t fo r 
272 
h e r s e l f a p l a c e i n the team, b u t l a t t e r l y h e r p o s i t i o n became e s t a b -
l i s h e d once i t had been d e m o n s t r a t e d t h a t s h a had an i m p o r t a n t c o n t r i -
b u t i o n to make. S i n c e tha c o m p l e t i o n o f the r e s e a r c h the i n c l u s i o n o f 
the s o c i a l worker i n the t a i l i n g s i t u a t i o n i s now, w h e r e v e r p r a c t i c a b l e , 
s t a n d a r d p r a c t i c e i n t h a t p a r t i c u l a r h o s p i t a l . F u r t h e r m o r e , one o f the 
p a e d i a t r i c i a n s w r i t i n g r e c e n t l y i n a m e d i c a l J o u r n a l s t a t e d t h a t now when 
he gave p a r e n t s i m p o r t a n t i n f o r m a t i o n he i n c l u d e d the s o c i a l worker i n 
the i n t a r v i e w . 
The o n l y v a r i a t i o n from tha r e s e a r c h p r a c t i c e i s t h a t tha model o f 
maximum a v a i l a b i l i t y c a l l i n g f o r twenty four hour s o c i a l work c o v e r a g e 
i s no t o p e r a t i n g . There u a s good e v i d e n c e p roduced i n tha e x p e r i m e n t a l 
y e a r to i n d i c a t e t h a t i f c r i s i s work i s g o i n g to be r e a l l y a f f e c t i v e 
s o c i a l w o r k e r s w i l l have to ba p r e p a r e d to o f f e r tha same s o r t o f duty 
r o t a c o v e r a g e a t the h o s p i t a l s a s do tha d o c t o r s . U n t i l t h i s happens 
t h e r e w i l l be m i s s e d o p p o r t u n i t i e s o f i n t e r v e n i n g i n the c r u c i a l and 
s h o r t l i v e d p e r i o d o f maximum m a l l e a b i l i t y . But t h i s i s an o r g a n i s a t i o n a l 
i s s u e w h i c h the . p r o f e s s i o n may no t be p r e p a r e d to c o n s i d e r when the 
b o u n d a r i e s o f i t s work a r e a a r e so w i d e . I t does i n v o l v e l o n g p e r i o d s 
o f b e i n g on s t a n d - b y f o r tha p o s s i b i l i t y o f a s m a l l number o f s i t u a t i o n s 
and i t c o u l d be a r g u e d t h a t when t h e r e a r e c u r r e n t l y so many p r e s s u r e s 
b e i n g put upon them t h i s i s w a s t e f u l o f s o c i a l work r e s o u r c e . 
I t has bean s t a t e d e a r l i e r ( p . 4 2 ) t h a t the f i r s t m a j o r problem 
e n c o u n t e r e d i n the r e s e a r c h p r o j e c t was the l o c a t i o n o f the f a m i l i e s 
where t h e r e was a h a n d i c a p p e d c h i l d . There was no a c c u r a t e up to d a t e 
c e n t r a l r e g i s t e r , and the l i s t s i n the v a r i o u s a g e n c i e s d i d not a l w a y s 
t a l l y . P a r t l y a s a r e s u l t o f the d e f i c i e n c y b e i n g e x p o s e d by my r e s e a r c h 
and p a r t l y a s a r e s u l t o f i n t e r n a l d e v e l o p m e n t s i n the h o s p i t a l , an 
a t t e m p t was made to s a t up a s y s t e m o f n o t i f i c a t i o n whenever a c h i l d 
was d i a g n o s e d a s h a v i n g a h a n d i c a p p e d c o n d i t i o n . The r e g i s t e r was to 
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be h e l d and m a i n t a i n e d by the h e a l t h v i s i t o r f o r h a n d i c a p p e d c h i l d r e n . 
Of more major i m p o r t a n c e were the p rob lems o f poor communica t ion 
w h i c h e x i s t e d between E d u c a t i o n , H e a l t h and S o c i a l S e r v i c e s Depar tments 
i n t h e i r j o i n t c a r e o f h a n d i c a p p e d c h i l d r e n . I f teamwork w i t h i n one 
a g e n c y i s r e c o g n i s e d a s b e i n g a more s a t i s f a c t o r y way o f w o r k i n g then 
i t f o l l o w s t h a t an I n t e r - d e p a r t m e n t a l team i s n e e d e d . The v a l u e o f t h i s 
a p p r o a c h has been d e m o n s t r e t a d , f o r e x a m p l e , i n E x e t e r by the f o r m a t i o n 
o f a Youth S u p p o r t Team. P o l i c e o f f i c e r s and s o c i a l w o r k e r s s h a r e an 
o f f i c e and o f f e r j o i n t p r o f e s s i o n a l e x p e r t i s e i n d e a l i n g w i t h p rob lems 
f o r t e e n a g e r s and t h e i r f a m i l i e s w h i c h stem p r i n c i p a l l y from C a r e O r d e r s 
b e i n g made. I t would be e q u a l l y v a l u a b l e to e s t a b l i s h a H a n d i c a p S u p p o r t 
Team where Community H e a l t h P h y s i c i a n s , S o c i a l W o r k e r s , E d u c a t i o n a l 
P s y c h o l o g i s t s and r e l e v a n t o t h e r s worked t o g e t h e r on the p r o b l e m s w h i c h 
h a n d i c a p p e d c h i l d r e n and t h e i r f a m i l i e s f a c e . I n P l y m o u t h the a l r e a d y 
e s t a b l i s h e d C h i l d Deve lopment C e n t r e and B e c k l e y U n i t , b o t h on the same 
s i t e , would p r o v i d e a p e r f e c t g e o g r a p h i c a l l o c a t i o n fo r s u c h an e n t e r -
p r i s e . 
A l t h o u g h the i m p l i c a t i o n o f the C . C . E . T . 5 . U . Document was i n 
s p e c i a l i s e d knowledge fo r s o c i a l work i n the f i e l d o f h a n d i c a p , t h i s 
r a s e e r c h has not s u b s t a n t i a l l y s u p p o r t e d t h i s . At the b e g i n n i n g the 
s o c i a l worker knew v i r t u a l l y n o t h i n g a b o u t d i s a b i l i t y and the e f f e c t s 
upon f a m i l i e s o f h a v i n g a h a n d i c a p p e d member, y e t , a p p a r e n t l y from the 
b e g i n n i n g was a b l e to be a f f e c t i v e . T h i s was b e c a u s e she d i d know some-
t h i n g about the e f f e c t s o f s t r e s s , a b o u t how p e o p l e who were i n c r i s i s 
would b e h a v e , about l o s s and the need to mourn i t , a l l o f w h i c h a r e 
a s p e c t s o f most s o c i a l work t r a i n i n g c o u r s e s . I f a n y t h i n g , t h i s p r o j e c t 
h a s r e i n f o r c e d the need to have a s e t o f b a s i c s k i l l s and g e n e r a l s o c i a l 
work knowledge , t o g e t h e r w i t h a g r e a t f l e x i b i l i t y i n s t y l e w h i c h e n a b l e s 
the v a r i o u s models to be a p p l i e d i n d i f f e r e n t s i t u a t i o n s . To s u g g e s t 
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a s does the C C E . T .S .U i . R e p o r t , t h a t e a c h s o c i a l work s t u d e n t n e e d s to 
have e x p e r i e n c e o f work ing w i t h one h a n d i c a p p e d c l i e n t i s , i n the view 
o f t h i s r e s e a r c h e r , to take a r a t h e r r e t r o g r a d e s t e p to pre -5eebohm 
t h i n k i n g . I t i s e f f e c t i v e l y to s a y t h a t i f a s t u d e n t has had one c l i e n t 
who was h a n d i c a p p e d then the work he h a s done w i t h t h a t p e r s o n e q u i p s 
him to t a c k l e a l l the problems o f the h a n d i c a p p e d w h i c h would be a n o n -
s e n s e when i t has been shown by t h i s s t u d y , and o t h e r s , t h a t the needs 
o f t h e s e f a m i l i e s a r e immensely d i f f e r e n t . B e c a u s e the t r a i n i n g p e r i o d 
f o r s o c i a l work i s o n l y two y e a r s t h i s r e s e a r c h e r would s u g g e s t t h a t 
d u r i n g i t e v e r y s t u d e n t needs to work w i t h some p e r s o n who h a s e x p e r i e n c e d 
l o s s , f o r e x a m p l e , and then the s t u d e n t w i l l have some knowledge o f t h i s 
a r e a w h i c h may be a p p l i e d i n a r a n g e o f s i t u a t i o n s , w i t h o u t undue r e g a r d 
f o r the l a b e l l i n g o f the c l i e n t g r o u p , 
U h a t i s c l e a r a t the end o f t h i s r e s e a r c h p r o j e c t i s t h a t the p r o b -
l e m s o f h a v i n g a hand icapped c h i l d i s s o m e t h i n g t h a t i s i m m e a s u r a b l e i n 
i t s e f f e c t upon e a c h i n d i v i d u a l f a m i l y . Not one o f the p a r e n t s w i t h whom 
I spoke was h a p p i e r w i t h the c h i l d they had than the normal one they 
would so much have p r e f e r r e d . The a d v a n t a g e s w h i c h a c c r u e from b e i n g a 
f a m i l y w i t h a hand icapped member a r e n e g l i g i b l e ; the d i s a d v a n t a g e s a r e 
enormous. So d e s p i t e the i g n o r a n c e , d o u b t s and c r i t i c i s m s about s o c i a l 
work t h a t were v o i c e d i n the o r i g i n a l s u r v e y , the e x p e r i m e n t e s t a b l i s h e d 
s o m e t h i n g o f the n a t u r e o f the s o c i a l work i n t e r v e n t i o n and the v a r i e t y 
o f t e c h n i q u e s employed w h i c h many, i f n o t a l l , o f the f a m i l i e s a p p e a r e d 
to f i n d h e l p f u l i n c o p i n g w i t h the d i s a d v a n t a g e s . These p a r e n t s were 
o f t e n a b l e to say p r e c i s e l y what i t was t h a t had ' h e l p e d ' or ' h i n d e r e d ' 
them and w h i c h s u p p o r t s they l a c k e d . They p r o v i d e d a w e a l t h o f c l u e s 
a s to w h i c h s e r v i c e s might be d e v e l o p e d and how they m i g h t be more 
e f f i c i e n t l y and s e n s i t i v e l y p r o v i d e d . 
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He lp w h i c h ' f e l t good' was v a l u e d , a s w e l l a s mora t a n g i b l e goods 
and s e r v i c e s . The f a c t t h a t they were n o t unanimous on the h e l p f u l n e s s 
o f s o c i a l work , or on w h i c h o f i t s components were o f m o s t use to them, 
i s no argument f o r f a i l i n g to e x p e r i m e n t and e x p a n d . I t m e r e l y u n d e r -
l i n e s the need to p r o v i d e the w i d e s t p o s s i b l e r a n g e o f s e r v i c e s o f f e r e d 
w i t h the maximum o f f l e x i b i l i t y . I n t h i s the s o c i a l w o r k e r h a s a n 
i m p o r t a n t r o l e to p l a y a s a s o u r c e o f i n f o r m a t i o n , a s a g o - b e t u a e n and 
i n t e r p r e t e r between s y s t e m s , a s a p r e s s u r i s a r and a s a s u p p o r t and s h a r e r 
i n t imes o f c r i s i s . 
T h i s p r o j e c t h a s dona s o m e t h i n g to i n c r e a s e the u n d e r s t a n d i n g o f 
the r a n g e o f p rob lems c r e a t e d f o r f a m i l i e s w h i c h have a h a n d i c a p p e d 
c h i l d . The s t u d y does no t - and c o u l d n o t - e s t a b l i s h d i r e c t l i n k s b e -
tween s o c i a l work i n p u t and f a v o u r a b l e ( o r u n f a v o u r a b l e ) ou tcomes f o r 
the f a m i l i e s i n v o l v e d , (i/hat i s does do i s to p r o v i d e us w i t h a number 
o f c l e a r i n d i c a t i o n s o f whara s o c i a l work c a n be a f f e c t i v e and how 
p r a c t i c e may be i m p r o v e d . 
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Repiyco. 5 Po r t l a n d V i l l a s 
Plymouth 
T e l Plymouth 28817/8 
Dace: 
Dear 
I am w r i t i n g t o ask you i f you would be w i l l i n g t o a s s i s t me w i t h some 
research I am doing i n t o the p r o f e s s i o n a l h e l p needed by f a m i l i e s who 
have a handicapped c h i l d . 
Those parents who have a handicapped c h i l d can be of g r e a t h e l p t o f u t u r e 
parents, t o h e a l t h v i s i t o r s , t o s o c i a l workers and t o a l l those concerned 
w i t h the w e l f a r e of the c h i l d and h i s f a m i l y because they have personal 
experience t o pass on. I would l i k e t o come and speak w i t h you b o t h about 
your experiences o f having a c h i l d who i s handicapped, the p r o f e s s i o n a l h e l p 
you may or may not have had, and the s o r t o f h e l p you t h i n k f a m i l i e s need 
t o have. 
I do assure you t h a t the i n f o r m a t i o n you g i v e w i l l be e n t i r e l y c o n f i d e n t i a l 
and t h a t n o t h i n g about your f a m i l y w i l l be i d e n t i f i a b l e i n the r e p o r t I . 
s h a l l w r i t e . Would i t be po s s i b l e f o r me t o c a l l on 
I f t h i s time i s not convenient, b u t you are w i l l i n g t o take p a r t i n an i n t e r v i e w , 
perhaps you would very k i n d l y i n d i c a t e an a l t e r n a t i v e time on the form attached 
t o t h i s l e t t e r . 
I enclose a stamped, addressed envelope f o r your r e p l y and I should be most 
g r a t e f u l t o have t h i s back as soon as p o s s i b l e . 
Yours s i n c e r e l y 
Mrs. G i l l Lonsdale 
Senior Lecturer 
S o c i a l Work 
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To Mrs. G i l l Lonsdale, Senior L e c t u r e r , S o c i a l Work 
Please cross out which s e c t i o n s do n o t apply. 
1. We are w i l l i n g f o r you t o c a l l a t the time you suggest 
or 
2. We are w i l l i n g t o be i n t e r v i e w e d b u t would p r e f e r you t o c a l l 
on da te 
a t time 
3. We do not wish t o take p a r t i n the su rvey 
Signed 
Telephone number i f you have one 
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RESEARCH INTO THE SERVICES AVAILABLE TO THE FAMILIES OF A HANDICAPPED 
CHILD 
This piece of research i s concerned w i t h knowledge f o r 
use i n p r o f e s s i o n a l p r a c t i c e - The s e r v i c e s which are 
a v a i l a b l e t o f a m i l i e s w i t h a handicapped c h i l d a re not 
always as good as they might be and i n order t o improve 
them, i n f o r m a t i o n about t h e i r f u n c t i o n i n g i s needed. 
There i s a great d e a l of l o g i c i n asking parents d i r e c t l y 
because they are the consumers of these s e r v i c e s and i t 
i s they who d i r e c t l y experience the h e l p i n g process and l i v e 
d a i l y w i t h the r e s u l t s of t h a t help. So the f i r s t p a r t of 
the p r o j e c t was a consumer research study. I d i d not d i v i d e 
the c h i l d r e n i n t o m e n t a l l y and p h y s i c a l l y handicapped but 
looked a t the group as a whole and then wrote t o a sample 
of the parents who were l i v i n g i n Plymouth. Some of the 
parents had met me i n group sessions but the m a j o r i t y had 
never heard of me before they r e c e i v e d my l e t t e r asking i f 
I may come and speak w i t h them, I am most g r a t e f u l t o them 
a l l f o r welcoming me i n t o t h e i r homes and t o t h e i r f i r e s i d e s 
on darh, c o l d and n e a r l y always wet w i n t e r ' s evenings and f o r 
sharing t h e i r experiences and t h e i r precious time w i t h me. 
INTRODUCTION 
I wrote t o a t o t a l of 76 f a n i l i e s of wliich 46 r e t u r n e d the 
answer sheet saying t h a t they would be w i l l i n g t o p a r t i c i p a t e . 
Three wrote back saying t h a t they would p r e f e r n ot t o be 
i n v o l v e d . Eighteen d i d not r e t u r n the r e p l y sheet but when 
I made f u r t h e r c o n t a c t w i t h them were w i l l i n g t o take p a r t . 
Four, when subsequently contacted s a i d no, two had l e f t the 
area and seven were not contacted f u r t h e r . This ended up 
w i t h s i x t y f a m i l i e s being w i l l i n g t o be i n t e r v i e w e d , seven 
d e f i n i t e l y saying no and a f u r t h e r seven probably a l s o saying 
no. 
The i n t e r v i e w s were c a r r i e d out between December 1976 and 
March 1977. Most were i n the evenings and each took a t 
l e a s t an hour. Although both parents were i n v i t e d t o 
p a r t i c i p a t e t h i s was not always p o s s i b l e mostly due t o work 
commitments and e s p e c i a l l y the above average p r o p o r t i o n o f 
naval f a t h e r s away a t sea. I n f a c t only f o r t y l o t s of parents 
were seen together. Eighteen mothers and two f a t h e r s were 
seen on t h e i r own. Most of the f a m i l i e s agreed t o the i n t e r v i e w 
being tape recorded. As soon as p o s s i b l e a f t e r the i n t e r v i e w I 
played through the tape and made f u r t h e r notes o f important 
p o i n t s t h a t the parents made, and then I scrubbed the tapes 
and used them f o r the next l o t of i n t e r v i e w s . 
Size of 
Family 1 2 3 4 5 6 7 8 9 lO 
T o t a l 11 20 11 7 5 2 2 1 0 1 
Tota1 number 
of c h i l d r e n 11 40 33 28 25 12 14 8 0 10 
1 
F i g 1 
The sample d i d p i c k up se v e r a l large f a m i l i e s by modern day 
standards (Fig. 1) and has r e s u l t e d i n the o v e r a l l s i z e of 
the f a m i l y being three which i s s l i g h t l y above the n a t i o n a l 
average. I n eleven f a m i l i e s the handicapped c h i l d was the 
o n l y c h i l d and i n a f u r t h e r t h i r t y one he was the youngest 
c h i l d . Eighteen f a m i l i e s had a f u r t h e r pregnancy a f t e r having 
a handicapped c h i l d . The average age o f the handicapped c h i l d 
f o r the t o t a l sample was 6,9 years. 
The p a r e n t s i n 55 f a m i l i e s were l i v i n g t o g e t h e r , t h r e e mothers 
had remarried and two mothers were b r i n g i n g up t h e i r c h i l d r e n 
on t h e i r own. A l l s i x t y mothers are s t i l l a c t i v e l y c a r i n g f o r 
t h e i r handicapped c h i l d , a lthough i n some s i t u a t i o n s the handicap 
i s so severe t h a t the c h i l d has t o be away from home f o r some o f 
the time. I n 11 f a m i l i e s the parents were over 40 years but the 
r e s t were younger and most were i n t h e i r t w e n t i e s . 
2 9 6 i i 
THE PROBLEM AND THE RESOURCES 
Rearing a handicapped c h i l d r e q u i r e s a great deal o f time and makes 
tremendous demands e m o t i o n a l l y and p h y s i c a l l y and i n e v i t a b l y the 
burden f a l l s p r i n c i p a l l y upon the mother. Parents need a break and 
school a t the s t a t u t o r y age and o p t i o n a l playgroups e a r l i e r are seen 
as very important i n meeting t h i s need. However par e n t s of the o l d e r 
c h i l d r e n f r e q u e n t l y spoke of the b a t t l e t o get a place f o r the c h i l d 
i n school. Several of them s a i d t h a t a l l the energy they had was 
needed t o b r i n g t h e i r c h i l d up and d i d not leave a n y t h i n g s u r p l u s t o 
engage i n e x t e r n a l encounters w i t h the Education Departments, The 
worst s i t u a t i o n s were concerned w i t h c h i l d r e n who had moved i n t o the 
area and f o r whom the machinery o f a l l o c a t i o n t o s p e c i a l schools seems 
t o g r i n d exceedingly s l o w l y . 
Playgroups are seen as being o f g r e a t importance by many of the parents 
e s p e c i a l l y the s p e c i a l i s e d ones o f Dr Barnardo*s and M i l l f o r d School. 
I n response t o t h i s q uestion concerning playgroups the f i g u r e s were:-
Not Necessary Important E s s e n t i a l 
Playgroups 14.0% 31-0% 54.7% 
Although the need f o r playgroups came out so s t r o n g l y t h e r e was an 
i n t e r e s t i n g c o n t r a s t o c c u r r i n g i n the f i g u r e s f o r s h o r t term h o s t e l 
care :-
Not Necessary Important E s s e n t i a l 
Short term 3^ 28% 
h o s t e l care 
For the group who saw t h i s as being e s s e n t i a l i t was t o the e x t e n t 
t h a t they thought t h e i r l i v e s would become w e l l n i g h i n t o l e r a b l e 
w i t h o u t i t . For 26-6% of the parents i t was im p o r t a n t t o have such 
a p r o v i s i o n and i n emergencies they would be glad t o use i t but f o r 
a much l a r g e r p r o p o r t i o n h o s t e l p r o v i s i o n was unnecessary and they 
could not t h i n k of any emergency t h a t would not be met w i t h i n the 
f a m i l y c i r c l e . 
I asked parents about t h e i r use o f parent support groups and o f 
c o u n s e l l i n g and i n f o r m a t i o n g i v i n g : -
Not Necessary Important E s s e n t i a l 
Parent support ^ ^ ^^ ^ 
groups 
Couns e l l i n g and 
i n f o r m a t i o n 4.7% 65.6% 29.7% 
g i v i n g 
Many of the parents who s a i d t h a t they thought the groups were not 
necessary a t t r i b u t e d t h i s t o the f a c t t h a t they found i t depressing 
t o be w i t h other parents who were i n the same s i t u a t i o n as themselves, 
whereas many o f the 53% who found the groups t o be im p o r t a n t t o them 
said t h a t they found o t h e r parents h e l p f u l and learned about what 
resources were a v a i l a b l e t o them from these p a r e n t s . 
At a time o f s p i r a l l i n g i n f l a t i o n f i n a n c i a l help may be regarded as 
being d i s p r o p o r t i o n a t e l y e s s e n t i a l , but no-one would deny t h a t i n 
r e a r i n g a handicapped c h i l d there i s e x t r a expense t h a t would not 
occur w i t h a normal c h i l d . 
Not Necessary Important E s s e n t i a l 
64% F i n a n c i a l h e l p 6.3% 29.7% 
Help w i t h a i d s ^ 5 3 ^ 
and a p p l i a n c e s 
Likewise w i t h a i d s and appliances. I n the south-west where the 
annual r a i n f a l l i s more than double the n a t i o n a l average, the mountain 
of nappies and bedding which c o n t i n u e s t o p i l e up from an i n c o n t i n e n t 
c h i l d makes a washing machine and tumble d r i e r a b s o l u t e l y e s s e n t i a l . 
The tumble d r i e r was the most f r e q u e n t l y mentioned piece of equipment 
to make l i f e bearable, t o be c l o s e l y f o l l o w e d by the telephone. 
Although v a r i o u s resources are a v a i l a b l e t o h e l p f a m i l i e s w i t h a 
handicapped c h i l d some parents f e e l t h a t they have even had t o f i g h t 
f o r these. At the time I was doing the i n t e r v i e w s the f i r s t c h i l d r e n 
t o be a l l o c a t e d the Attendance Allowance were coming up f o r review 
and s e v e r a l had had t h e i r f u l l r a t e reduced t o the lower one. Parents 
were j u s t i f i a b l y angry because, i f a n y t h i n g the c h i l d was more d i f f i c u l t 
t o handle. Many parents had missed o u t completely on resources t h a t 
were t h e i r s by r i g h t because nobody had t o l d them t h a t they e x i s t e d . 
Although 71.7% of the parents recorded t h e i r f i n a n c i a l s i t u a t i o n as 
being adequate many added t h a t they would not have been i n t h i s category 
had they not had the Attendance Allowance and g r a n t s from the Joseph 
Rowntree T r u s t towards e s s e n t i a l equipment. 
Parents were asked about i l l n e s s e s which had a d i r e c t cause and e f f e c t 
l i n k w i t h h a ving a handicapped c h i l d and i l l n e s s e s other than these 
were not i n c l u d e d . Of the mothers 33% had s u f f e r e d w i t h an i l l n e s s 
which r e s u l t e d from having t o look a f t e r a handicapped c h i l d and w i t h o u t 
e x c e p t i o n t h i s was e i t h e r a c h r o n i c bad back or nervous t r o u b l e s . 10% 
of the f a t h e r s spoke of s i m i l a r i l l n e s s e s which they f e l t were caused 
by the s t r e s s of having t o look a f t e r a handicapped c h i l d . 
Of the t o t a l o f mothers who were not w o r k i n g 51% f e l t t h a t they were 
prevented from doing so because they had a handicapped c h i l d . Of 
those who were working (and i n most cases i t had t o be p a r t - t i m e ) 
26.6% thought t h e i r work performance was a f f e c t e d by having a handicapped 
c h i l d . Factors l i k e lack of c o n c e n t r a t i o n , needing t o take a l o t of 
time o f f work, having to take less w e l l p a i d jobs because the hours 
f i t t e d i n w i t h meeting the school bus were a l l mentioned. 85% o f 
the f a t h e r s were working a t the time o f the survey and another 10%, 
a l t h o u g h not working a t t h a t time had u n t i l f a i r l y r e c e n t l y had a job. 
O v e r a l l 20% thought t h e i r work performance was a f f e c t e d by having a 
handicapped c h i l d . Likewise a higher p r o p o r t i o n o f mothers (50%) f e l t 
t h a t t h e i r s o c i a l l i f e was a f f e c t e d compared w i t h 41% of the f a t h e r s . 
The group as a whole tended t o be a f a i r l y s t a t i c p o p u l a t i o n and only 
two o f the f a m i l i e s had l i v e d i n Plymouth f o r l e s s than tv/o years. Of 
the t o t a l 48 had li^'ed i n the area f o r more than f i v e y ears, and of these 
26 had been t h e r e f o r more than ten years. This could suggest t h a t 
having a handicapped c h i l d tends t o make a f a m i l y put down r o o t s . L i f e 
does have t o become very geared t o the needs of the c h i l d , as one f a t h e r 
5. 
put i t , " I t ' s been one long concentrated round of h o s p i t a l s , d o c t o r s , 
appliance f i t t i n g s and physiotherapy." I t would be a g i g a n t i c 
upheaval t o r e - e s t a b l i s h t h i s process i n another environment. C e r t a i n l y 
the f a m i l i e s who have moved t o Plymouth s i n c e having a handicapped 
c h i l d spoke w e l l o f the services compared t o some of those t h a t they 
had experienced elsewhere. 
TELLING PARENTS 
As perhaps i s t o be expected the parents remembered very c l e a r l y who 
i t was who t o l d them about t h e i r c h i l d being handicapped. 68% of the 
mothers and 37% of the f a t h e r s were t o l d by the doctor a t the h o s p i t a l . 
A f u r t h e r 6% o f the mothers and much h i g h e r percentage o f the f a t h e r s -
44% - were t o l d by t h e i r spouses, 56.25% of the mothers and 40.6% of 
the f a t h e r s were t o l d on t h e i r own, whereas o n l y 28.1% of the mothers 
and 32.8% of the f a t h e r s were t o l d w i t h t h e i r spouse. O v e r a l l 10.9% 
f e l t t h a t they had never been t o l d , and the remaining few lear n e d o f 
t h e i r c h i l d ' s c o n d i t i o n from the mi d w i f e , e d u c a t i o n a l p s y c h o l o g i s t or 
the p h y s i o t h e r a p i s t . • When asked i f they had been t o l d a t the r i g h t 
time 53% o f the mothers and 45% of the f a t h e r s thought they had, but 
35.9% of the mothers and 28.1% o f the f a t h e r s thought they had not. A l l 
sa i d one of two t h i n g s . They should have been t o l d e a r l i e r (nobody s a i d 
t h a t they had been t o l d too soon) and they should have been t o l d w i t h 
t h e i r spouse. 
FAMILY STRESS 
Of the t o t a l 28% of the parents f e l t t h a t t h e i r marriage had not been 
a f f e c t e d by having a handicapped c h i l d and 17% recorded an improvement 
i n t h e i r r e l a t i o n s h i p . The remaining 58% f e l t t h a t t h e i r r e l a t i o n s h i p 
had been s t r a i n e d by having a handicapped c h i l d and f o r 8% t h i s was 
extreme l e a d i n g t o d e s e r t i o n . These are h i g h f i g u r e s and r e f l e c t the 
tremendous amount o f s t r e s s t h a t can be crea t e d by having a s e v e r e l y 
handicapped c h i l d t o look a f t e r . I t i s t o the c r e d i t of these parents 
t h a t despite a l l the problems which handicap has made f o r them they are 
s t i l l t o g e t h e r and both sharing the enormous task o f b r i n g i n g up t h i s 
c h i l d . Other research s t u d i e s done elsewhere i n the countr y have 
suggested t h a t the b r o t h e r s and s i s t e r s o f handicapped c h i l d r e n may 
f e e l neglected and have behaviour d i s o r d e r s because of t h i s . I asked 
parents w i t h o t h e r c h i l d r e n what t h e i r experience had been. The o v e r a l l 
s i b l i n g t o t a l was 121 and o f t h i s t o t a l t h e r e was evidence o f ; -
( i ) behaviour d i s o r d e r s i n 9% of the s i b l i n g s ; 
( i i ) d i s t u r b e d r e l a t i o n s h i p s w i t h the peer group i n 13% o f 
the s i b l i n g s ; 
( i i i ) d i s t u r b e d r e l a t i o n s h i p s w i t h the handicapped c h i l d i n 13% 
of the s i b l i n g s . 
These f i g u r e s are much lower than i n any o f the oth e r s t u d i e s and are 
very near t o those of the N a t i o n a l C h i l d Development Study of normal 
f a m i l y s i t u a t i o n s where there i s not a handicapped c h i l d . 
6. 
SOCIAL WORK 
Amongst a l l the p r o f e s s i o n a l s e r v i c e s t h a t were a v a i l a b l e t o 
parents and t h e i r handicapped c h i l d I was p a r t i c u l a r l y i n t e r e s t e d 
i n t h e i r experience, i f any, of s o c i a l work. I had co n t a c t w i t h 
118 p a r e n t s , although f o r a few i t was the secondhand c o n t a c t w i t h 
t h e i r spouse. Of these:-
70 had never had any co n t a c t w i t h a s o c i a l worker; 
48 had some contact of which - 12 were one-off s i t u a t i o n s 
36 more than once 
26 c u r r e n t l y i n c o n t a c t . 
Out o f the 26 c u r r e n t l y i n c o n t a c t 19 were seeing the s o c i a l 
worker from Dr Barnardo's who v i s i t s f a m i l i e s of the handicapped 
c h i l d r e n who are a t t e n d i n g the s p e c i a l playgroup. 
I asked p a r e n t s what was t h e i r impression of what a s o c i a l worker 
d i d and the r e p l i e s i n c l u d e d : -
Dont know 25 
Resources 13 
Do n o t h i n g 8 
Help 6 
Deal w i t h problems 5 
L i a i s e 5 
V i s i t people . . . . 4 
L i s t e n 3 
Do a good j o b but don't 
know what i t i s .. 3 
Advise 2 
Support 1 
Change jobs a l o t ., 1 
There was q u i t e a wide ranging view o f the s o c i a l work task but by 
f a r . t h e l a r g e r p r o p o r t i o n of the comments were n e g a t i v e , although 
many par e n t s s a i d t h a t they had not had any personal c o n t a c t w i t h a 
s o c i a l worker so were speaking o f o t h e r people's experiences of what 
they had read i n the newspapers. The preference f o r an o l d e r s o c i a l 
worker came out many times i n t h i s survey and I b e l i e v e t h i s i s an 
im p o r t a n t p o i n t . So, t o o , d i d the f a c t t h a t s e v e r a l f a m i l i e s s a i d 
they would very much l i k e t o have had s o c i a l work h e l p and had never 
seen one, whereas other f a m i l i e s f e l t t h a t they d i d not r e a l l y need 
a s o c i a l worker and yet one was s t i l l c a l l i n g -
29-7 
P L V M O U T H 
P O L Y T E C H I M I C 
recxor: R.RM. Robbins. aSc.R-\D,aChera,FFlLC 
Drake CincuS Rymcuti-i Devon PL.*a SAA Phone: 0 7 5 2 Telex :-i;5^23 
Scrooi 3t Bet-wT'ourBi ana Sooal Soence 
Heao. A,ar\ji3Dc-;CL.B-A,rvi.Sc.(EconJ 
'=ieptvto SOCIAL WORK COURSE 
5 Por t l a n d v i l l a s 
PLYMOUTH Devon 
T e l : 0752 28817/8 
Dear Mr & Mrs 
Some l i t t l e time ago you very k i n d l y agreed t o help me w i t h 
some research I am doing on the services a v a i l a b l e t o the 
f a m i l i e s of a handicapped c h i l d . Several of the parents 
asked i f they would be t o l d of any of the f i n d i n g s of the 
in t e r v i e w s I d i d w i t h the s i x t y f a m i l i e s and I promised t o 
l e t them have some of the i n f o r m a t i o n as soon as I had analysed 
the questionnaires. I am enc l o s i n g a b r i e f breakdown of the 
most r e l e v a n t f a c t s and f i g u r e s which you may be i n t e r e s t e d t o 
have. Obviously because of the need f o r c o n f i d e n t i a l i t y I 
have only given the barest f a c t s and no d e t a i l s which can be 
i d e n t i f i a b l e . I f you have any comments or would l i k e t o 
discuss any p a r t s of t h i s f u r t h e r I should be only too glad 
t o hear from you. 
I was very glad t o come and meet you and would l i k e t o thank 
you again f o r a l l the h e l p f u l i n f o r m a t i o n which you gave me. 
I hope as a r e s u l t of a l l t h i s the next generation of parents 
of handicapped c h i l d r e n w i l l have, a more e f f i c i e n t and smooth 
running system of p r o f e s s i o n a l help. 
With a l l good wishes. 
Yours s i n c e r e l y 
MRS GILL LONSDALE 
SENIOR LECTURER IN SOCIAL WORK 
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T e l : 0752 28817/8 
Dear 
I n the autumn term you very k i n d l y spent some time showing 
me round your school and t e l l i n g me about e d u c a t i o n a l p r o v i s i o n 
f o r handicapped c h i l d r e n . I thought you might be i n t e r e s t e d 
i n some of the f a c t s and f i g u r e s which emerged from the 
i n t e r v i e w s which I d i d w i t h s i x t y f a m i l i e s , some o f whom 
would be parents i n your school. For reasons of c o n f i d e n t i a l i t y 
these are the barest of f a c t s , but s e v e r a l of the parents I 
spoke w i t h asked f o r some i n f o r m a t i o n when I analysed the 
q u e s t i o n n a i r e s , and because they were so i n t e r e s t e d and generous 
of t h e i r time I thought i t was im p o r t a n t t h a t they had some 
feedback so I have sent a copy of t h i s t o each of the par e n t s 
who took p a r t . 
I f you have any comments or would l i k e t o discuss any p a r t s of 
t h i s f u r t h e r I should be only too pleased t o hear from you. 
With a l l good wishes. 
Yours s i n c e r e l y 
GILL LONSDALE (MRS) 
SENIOR LECTURER IN SOCIAL WORK 
299 
EVALUATION OF SOCIAL WORK INTERVENTION WITH FAMILIES HAVING A 
HANDICAPPED CHILD 
Time ....-
Section A The Family 
(1) Name 
Father 
Date o f B i r t h Occupation 
Mother 
Date o f B i r t h Occupation 
Now 
i n Past 
Home address 
How long has the f a m i l y l i v e d there? 
(2) C h i l d r e n by age on the date o f the i n t e r v i e w , b i r t h o r d e r , and sex, 
r i n g i n g the handicapped c h i l d . Mark deceased c h i l d r e n i n c o r r e c t b i r t h 
order and i n c l u d e date o f death. 
M 
F 
I s t 2nd 3rd 4 t h 5 t h 6 t h 






Sec t i o n B P r a c t i c a l and F i n a n c i a l 
(4) a) Poor, low or i r r e g u l a r income, would b e n e f i t fron f i n a n c i a l 
a s s i s t a n c e , a i d s , holidays, rehousing 
b) Adequate means. J u s t comfortable, able to cope. No 
s e r i o u s housing problem 
c) A f f l u e n t . High standard of l i v i n g . Good housing and 
f a c i l i t i e s . 
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SECTION C Nature of d i s a b i l i t y o f handicapped c h i l d 
(5) Medical d i a g n o s i s 
None S l i g h t Marked V. Severe 
Degree o f mental 
handicap 
V i s i b l e d e f o r m i t y 
Funcional d e f o r m i t y 
(e.g. need f o r a i d i n 
c l i m b i n g s t a i r s , e a t i n g ) 
Other handicaps 
Section D The e f f e c t s o f the handicap 
(6) What has been the d i r e c t e f f e c t o f having a handicapped c h i l d on 
( i ) S i b l i n g s 
a) Behaviour d i s o r d e r s 
b) R e l a t i o n s h i p w i t h peer 
group outs-ide home 
c) R e l a t i o n s h i p w i t h 
handicap c h i l d 
C h i l d None S l i g h t Marked 
( i i ) Other s i g n i f i c a n t 
r e l a t i v e s 
a) a b i l i t y to o f f e r help 
b) a b i l i t y to accept handicap 
and i t s i m p l i c a t i o n s 
c) avoidance of s i t u a t i o n and 
family 
d) overt d i s r u p t i o n 
i n family t i e s 
R e l a t i v e Non^ S l i g h t Marked 
i i i ) Marriage 
a) m a r i t a l tension 
b) development of deeper 
understanding and support 
of each other 
S l i g h t Marked Extreme 
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IV) Family Health 
Have the r e been any i l l n e s s e s i n the parents which have a d i r e c t 
cause and e f f e c t l i n k w i t h the handicap? 
Mother Fa the r 
Yes 
No 
I f YES s p e c i f y 
Ves 
No 
V) Family F u n c t i o n i n g 
Mothe r Father S i b l i n g s 
Who has gone out t o work? 
Who has been prevented who 
may have wished to? 
Has anyone f e l t t h a t having 
a handicapped c h i l d a f f e c t e d 
t h e i r work performance? 
Has s o c i a l l i f e been 
c u r t a i l e d ? 
(7) Has there been any change i n the family's a t t i t u d e s and values 
s i n c e having a handicapped c h i l d ? ( e.g. r e l i g i o u s b e l i e f s ) 
SECTION E Pr o f e s s i o n a l Help 
(8) When the diagnosis of long term handicap was f i r s t made who gave 
the information to you? 
Mother Father 
Doctor a t the 
h o s p i t a l 
Midwife 





(9) Were you told 
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Mother Father 
On your own 
With your spouse 
With s o c i a l worker 
present 
With another person 
(state whom) 
(lO) Were you only t o l d once or more than once 
Mother Father 
Once 
More than once 





I f no when would have been be t t e r 
(12) What a d d i t i o n a l help do you think should be a v a i l a b l e to f a m i l i e s 
w i t h a handicapped c h i l d ? 
Not necessary Important E s s e n t i a l 
F i n a n c i a l 
Aids and appliances 
Nurseries and 
playgroups 
Hostel care for short 
s t a y e.g. holidays, 
family emergencies 
Parent support groups 
Counselling and 
information giving 
Other ( s t a t e ) 
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(13) ( i ) Have there been times since you had a handicapped c h i l d when you 






( i i ) I f Yes have these been 
Mother Father 





( i i i ) To whom a) have you turned for help 
b) would have l i k e d to turn for help 
Mother Father 
a b a b 
R e l a t i v e s 
Doctor 
P r i e s t 
Health V i s i t o r 
S o c i a l Worker 
Other person (state 
whom) 
- lO -
(14) ( i ) Have you had any contact with a s o c i a l worker? 
Mother Father 
Yes Yes . 
No No 
( i i ) I f Yes 
a) When was t h i s 
b) How often did you 
see your s o c i a l worker 
c) What s o r t of s e r v i c e 
did you f e e l tyou got 
d) Was t h i s adequate 
e) What more could 
have been done 
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( i i i ) I f No 
would you have l i k e d to see a s o c i a l worker 
(15) What i s your impression of what a s o c i a l worker does? 
- 1.2 
(16) SECTION F Personal comments 
St a t e any personal comments about the problems f a c i n g a family with 
a handicapped c h i l d . I s the fam i l y s i t i i a t i o n s i m i l a r to what i t was 
before the c h i l d ' s handicap was diagnosed or are things very 
d i f f e r e n t now? 
Time I n t e r v i e w e r ' s Name 
Date of Interview 
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EWALUATIOiM OF SOCIAL UORK INTERVENTION UJITH F A n i L J E S uJHERE 
A CHILD Hf;S DIED 
Time 
The Family 
(1 ) Name . 
Fa t h e r 
Date of b i r t h Occupation 
Mother 
Date of b i r t h O ccupation 
Nou 
I n p a s t • • • 
Home address 
Hou long has the f a m i l y l i v e d t h e r e ? 
( 2 ) C h i l d r e n by age on the date of the i n t c r u i e u , b i r t h o r d e r , and sex, 
r i n g i n g the handicapped c h i l d , Hark deceased c h i l d r e n i n c o r r e c t 
b i r t h order and i n c l u d e date of death. 
n 
F 
1 s t 2nd 3rd Ath 5th 6th 
( 3 ) n e d i c a l D i a g n o s i s 
What was the cause of the c h i l d ' s death? 
( 4 ) P r o f e s s i o n a l Help 
When you were t o l d t h a t your c h i l d was u n l i k e l y to l i v e can you 
remember uho i t was uho t o l d you? 
nother F a t h e r 
Doctor at the h o s p i t a l 
• 
S i s t e r at the h o s p i t a l 
Spouse 
S o c i a l liiorker -
Other p B r s o n ( s t a t e ) 
( 5 ) Were you t o l d 
mother F a t h e r 
On your own 
With your spouse • 
With another person ( s t a t e ) 
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( 6 ) Were you t o l d 
n o t h e r r e t h e r 
Once 
nore than once 
( 7 ) Did you f e e l t h a t you were t o l d at t h e . r i g h t time? 





I f no uihen would have been b e t t e r ? 
( 8 ) Can you remember e x a c t l y what you were t o l d ? 
4 
( 9 ) Hou much help d i d you hav/e from the h o s p i t a l s t a f f ? 
nothe r F a t h e r 
None 
Not very much 
S u f f i c i e n t 
Too much 
( 1 0 ) What s o r t of t h i n o s did you f i n d 
a) h e l p f u l 
b) u n h e l p f u l 
( 1 1 ) Hother \Jhen you l e f t h o s p i t a l hou d id you f e e l ? 
I n need of f u r t h e r help 
J u s t coping 
/ 
l i i e l l 
- 5 - 307 
( 1 2 ) F a t h e r You were not a p a t i e n t at the h o s p i t a l . D i d you f e e l t h a t 
the a t t e n t i o n was f o c u s s e d 
On your wife 
On you both 
• 
Did you r e c e i v e as much help as you f e l t you needed? 
Yes 
No 
( 1 3 ) Uere any of your near r e l a t i v e s i n v o l v e d a t the h o s p i t a l ? 





I f yes hou did they f e e l t h a t they were t r e a t e d ? 
6. 
( 1 4 ) i ) Have you had any c o n t a c t u i t h a s o c i a l worker? 
Mother F a t h e r 
Yes 
I f Yes 
Yes 
No 
b) 'Hou o f t e n did you see the s o c i a l worker 
c ) What s o r t of s e r v i c e did you f e e l you got 
d) Was i t adequate 
e ) What more could have been done 
i i i ) I f No 
Would you have l i k e d to see a s o c i a l worker? 
( 1 5 ) What i s your i m p r e s s i o n of what a s o c i a l worker does? 
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(16) How long do you t h i n k i t was before you began to get back to normal? 
nother F a t h e r 
( 1 7 ) How did you know that you were g e t t i n g over i t ? 
Mother F a t h e r 





F a t h e r 
Yes 
No 
I f Yes what have these been? 
nothe r F a t h e r 
( 1 9 ) Has the euent a f f e c t e d the s i b l i n g s i n any way? 
8 -
( 2 0 ) Marriage 
a) m a r i t a l t e n s i o n 
b) development of a 
deeper understanding 
and support of 
each o t h e r . 
S l i g h t Harked Extreme 
( 2 1 ) Hou do you f e e l nou? 
Mother F a t h e r 
( 2 2 ) P e r s o n a l comments 
S t a t e any p e r s o n a l comments about the d i f f e r e n c e s which l o s i n g a 
c h i l d has made to your l i f e . I s the s i t u a t i o n nou s i m i l a r to what 
i t uias before the c h i l d ' s m e d i c a l c o n d i t i o n was diagnosed or are 
t h i n g s very d i f f e r e n t ? 
Time I n t e r v i e w e r ' s Wane 
Date of i n t e r v i e w . 
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(1 ) r-.!ame. . 
Father 
l*lother 
Date of b i r t h . . Cccupation 
Date of b i r t h Occupation 
N'ou 
In p a s t . . . 
Home address 
How long has the family l i v e d tMere? 
(2) C h i l d r e n by age on the date of the i n t e r v i e w , b i r t h order and sex, 
ri n g i n g the c h i l d who was i n v e s t i g a t e d , flark decer.sed c h i l d r e n i n 
c o r r e c t b i r t h order and include date of death. 
PI 
F 
1st 2nd 3rd 4th 5th 6th 
( 3 ) r ' lCjdical l)i a o n o s i s 
U h y w a s t h e c h i l d r e f e r r e d t o t h e P a e d i a t r i c D e p a r t m e n t ? 
When u a s t h i s ? 
W h a t w a s t h e o u t c o m e o f t h e i n v e s t i g a t i o n s ? 
U a s t h e f i n a l d i a g n o s i s a s s e r i o u s 
l e s s s e r i o u s 
t h a n t h e p r o u i s i o n a l o n e ? 
How d i d y o u f e e l a b o u t : h i s ? 
C a n y o u r e m e m b e r e x a c t l y w r . a t y o u w e r e t o l d ? 
31 o: 
) P r o F G s r . i : : n a l i - e l p 
When m e d i c a l i n f o r m a t i o n u e s g i u e n L n y o u a t t h e n o s p i t a l c a n y o u 
r e m e m b e r who g a v e i t t o y o u ? 
M o t h e r F a t h e r 
D o c t o r a t t i : a h o s p i t a l 
S i s t e r a t t h e t i o s p i t a l 
S p o u s e 
S o c i a l U o r k e r 
e t h e r p e r s o n ( s t a t e ) 
y o u t o l d 
H o t h e r r a t h e r 
On y r j u r o u n 
W i t h y o u r s p o u s e 
' i J i t h a n o t h e r p e r s o n ( s t a t e ) 
{ 6 ) IJ e r e y o u t o l d 
f l o t h e r F a t h e r 
I'.-nce 
H o r e t h a n o n c e 
( 7 ) D i d y o u F e e l t h a t y o u w e r e t o l d a t t h e r i g h t t i m e ? 
D o t h e r F a t h e r 
Y B S 
.'Jo 
I f no w h e n a n d hoi j w o u l d h a v e b e e n b e t t e r ? 
( 8 ) Hoii) m u c h h e l p d i d y o u h a v e f r o m t h e h o s p i t a l s t a f f ? 
M o t h e r F a t h e r 
1 
;\"onn . 
.-.ot yjc r y n i u c n 
S u f f i c i e n t 
T o o m u c h 
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( 9 ) W h a t s o r t o f t h i n g s d i d y o u f i n d 
a ) h e l p f u l 
b ) u n h e l p f u l 
( 1 0 ) U e r e a n y o f y o u r n e a r r e l a t i v e s i n v o l v e d a t t h e h o s p i t a l ? 
n o t h e r F a t h e r 
Y e s Y e s 
!-'o 
I f y e s l .ou d i d t h e y f e e l t h a t t h e y u e r o t r e a t e d ? 
I f no L-'riy d i d c n e y n o t c o m e ? 
( 1 1 ) i ) H a v e y u u ^lad a n y - c u n t E c t u i t r i a s o c i a l u o r k e r ? 
R o t he r r a t h e r 
Y e s • 
No 
Y a s 
^Jo 
i i ) I f Y e s 
a ) W h e n w a s t h i s 
b ) Hou o f t e n d i d y o u s e e t h e s o c i a l w o r k e r 
c ) W h a t s o r t o f s e r v i c e . d i d y o u f e e l y o u g o t 
d ) ' J a s i t a d e q u a t e 
e y b h a t m o r e c o u l d h iave b e e n do . 
i i i ) I f Mo 
W o u l d y o u h a v e l i k e d t o s e a a s o c i a l w o r k e r ? 
( 1 2 ) ' J h a t ir> y r j u r i m p r e s s i o n o f i i>..at a s o c i a l u o r . - . u r o j e s ? 
J^2 
( 1 3 ) F o r how i o n c j d i d y o u r c h i l d r e c e i u c t r e a t m e n t ? 
I s y n u r c h i l d s t i l l r c c o i u i n r ; t r e s t m c n t ? 
( 1 4 ) H a s i t h a d a n y l o n g t e r m e f f e c t s on t h e p e r e n t s ? 
M o t h e r F a t h e r 
Y e s 
No 
Y e s 
No 
( 1 5 ) H a s i t h a d a n y l o n g t e r m e f f e c t s o n t h e c h i l d ? 
f l a t h e r F a t h e r 
Y e s 
No 
I f y e s w h a t i .sut; t h e s e b e e n 
a ) Cn the p a r e n t s 
Y e s 
No 
b ) Cn t h e c h i l d 
( 1 6 ) M?,s t h e m e d i c c i l s i t u ^ ^ t i o n a f f G c t e d thci s i b l i n g s i n a n y w a y ? 
( 1 7 ) U E S y o u r . - n a r r i a g e a f f e c t e d i n a r .y way by t : ;e e v e n t s ? 
a ) m a r i t a l t e n s i o n 
d G v e 1 cjpmc;: t o f a 
b ) d e e p e r unr ie r ? ; t a n d i n g 
a n d s u p p o r t o f e a c h 
• t h e r 
•Might r. a r e d Lxtreme 
• 
( 1 8 ) ' K O W do y o u f e e l n o w ? 
Plot h e r F a t h e r 
( 1 9 ) P e r s o n a l conifne nt_s 
S t a t e - a n y p e r G j n r ; \ c o m m e n t s a b o u t t h e d i f f e r e n c e s w h i c h g o i n g t h r o u g 
t h i s e x p e r i e n c e h a s made t o y o u r l i f e . I s t h e s i t u a t i o n now s i m i l a r 
t o w h a t i t w a s b e f o r e t i e c h i l d ' s m e d i c a l s i t u a t i o n w a s i n v e s t i g a t e d 
o r a r e t h i n g s v e r y d i f f e r e n t ? 
T i m e I n t e r v i e w e r * s i\'ame 
D a t e o f i n t e r v i e w 
3 1 3 
A P P E N D I X E 
An e x a m p l e o f c a s e r e c o r d i n g Prom G r o u p A - h a n d i c a p p e d a n d l i v e d o 
T h i s c a s e w a s o f a b a b y b o y w h o s e c o n d i t i o n utas n o t c l i n i c a l l y 
o b v i o u s a n d w h o s e p a r e n t s d i d n o t s u s p e c t t h a t a n y t h i n g w a s a m i s s * He 
b i a s s l i g h t l y p r e m a t u r e a n d Mas i n t h e S p e c i a l C a r e B a b y U n i t s o t h e r e 
u a s s o m a s e p a r a t i o n f r o m m o t h e r * Hotnever^ s h e w a s k e e n t o b r e a s t f e e d 
a n d w a s e x p r e s s i n g m i l k a n d b e i n g a s i n v o l v e d a s s h e c o u l d a t t h i s s t a g e . 
T h e r e w a s v e r y much a p l a n n e d team i n v o l v e m e n t i n t h e t a i l i n g o f t h e 
p a r e n t s a n d t h e s u b s e q u e n t c a r e o f t h i s f a m i l y a n d I b e l i e v e we g o t t h e 
p r o c e s s a s n e a r to r i g h t a s we e v e r d i d * I q u o t e i n d e t a i l t h i s a s a n 
e x a m p l e , p e r h a p s e v e n a m o d e l o f how t o h a n d l e t e l l i n g p a r e n t s o f t h e i r 
c h i l d ' s h a n d i c a p w h e n some l i t t l e t i m e h a s e l a p s e d b e t w e e n b i r t h a n d t h e 
t e l l i n g . 
S T E P H E N S FAMILY 
O r . B r o w n came to s e e me a b o u t 4 p . m . B a b y S t e p h e n s w a s b o r n two 
d a y s a g o a b o u t t h r e e a n d a h a l f w e e k s p r e m a t u r e . The h o u s e m a n h a d t h o u g h t 
t h a t t h e r e w a s some i n d i c a t i o n o f O o w n ' s s y n d r o m e b u t O r . B r o w n w h e n h e 
s a w t h e b a b y w a s n o t s u r e a n d h a d a s k e d t h e r e g i s t r a r who h a d s p e c i a l i s e d 
k n o w l e d g e i n t h i s a r e a a l s o to e x a m i n e h i m . The r e g i s t r a r h a d j u s t d o n a 
t h i s a n d t h e y w e r e a l m o s t c e r t a i n t h a t t h e b a b y w a s a D o w n ' s s y n d r o m e 
a n d h a d s e n t b l o o d o f f t o B r i s t o l f o r c o n f i r m a t i o n . T h e q u e s t i o n w a s 
w h e n t o t a l l t h e p a r e n t s . S h o u l d we t e l l them now w h i l e t h e r e w a s some 
d o u b t o r s h o u l d we w a i t u n t i l t h e r e s u l t s c a m e b a c k f r o m B r i s t o l . I 
h a d no d o u b t s a b o u t t h i s a n d p o s s i b l y p r e s s e d f o r t a i l i n g a s s o o n a s we 
c o u l d o r g a n i s e a j o i n t m e e t i n g w i t h t h e p a r e n t s . A f t e r c h e c k i n g w i t h 
t h e w a r d t h a t Mr . S t e p h e n s w o u l d be v i s i t i n g h i s w i f e t h a t e v e n i n g we 
a r r a n g e d t o s e e t h e p a r e n t s t o g e t h e r a t 8 p . m . 
D a y 3 . M r . a n d M r s . S t e p h e n s c a m e u p to t h e S p e c i a l C a r e B a b y U n i t a 
l i t t l e b e f o r e t h e t i m e a r r a n g e d a n d i m m e d i a t e l y s a i d t h a t t h e y w e r e v e r y 
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w o r r i e d a b o u t h a v i n g to s e e t h e p a e d i a t r i c c o n s u l t a n t * U n f o r t u n a t e l y , D r « 
B r o u n u a s d e l a y e d a n d a l l I c o u l d do u a s to r e c o g n i s a t h a a n x i e t y u i t h 
them a n d s a y t h a t a n y m e d i c a l i n f o r m a t i o n h a d to coma f r o m t h e c o n s u l t a n t , 
( I n a p e r f e c t s i t u a t i o n i t m i g h t h a v e b e a n p r e f e r a b l e f o r t h e p a r e n t s n o t 
to h a v a a n y p r i o r u a r n i n g t h a t t h a c o n s u l t a n t u i i s h a d to s e e them a n d s o m a -
h o « he s h o u l d be p a s s i n g - w i t h t h a s o c i a l w o r k e r - w h e n t h e f a t h e r j u s t 
h a p p e n e d t o bo v i s i t i n g h i s w i f e . T h i s i s n o t t o d e n y t h e f u n c t i o n a l v a l u e 
o f a n x i e t y b u t we g a v e them a b s o l u t e l y n o t h i n g on w h i c h to f o c u s t h e i r 
a n x i e t y * P a r h a p s a t 4 p . m . we c o u l d h a v a t o l d S i s t e r i n a r r a n g i n g t h a 
m e e t i n g t o s a y t h a t a l t h o u g h P a t e r w a s v e r y w e l l t h e r e w e r e o n a o r two 
f e a t u r e s w h i c h m i g h t make f o r p r o b l e m s i n t h e f u t u r e a n d t h a t wa w o u l d 
l i k e t o d i s c u s s t h e s e w i t h t h e m . ) 
O r * B r o w n a n d t h e h o u s e m a n J o i n e d u s * O r * B r o w n t o l d t h a m s i m p l y 
a n d s t r a i g h t f o r w a r d l y a n d r e p e a t e d s e v e r a l t i m e s t h e m e d i c a l d e t a i l s a n d 
s a i d t h a t t h e r e h a d b e a n some d o u b t a b o u t t h e d i a g n o s i s w h i c h w a s t h e 
r e a s o n f o r t h e s l i g h t d e l a y i n t e l l i n g them* n r s * S t e p h e n s s a t w i t h 
f i s t s c l e n c h e d a n d b o t h p a r e n t s w e r e v i s i b l y s h a k e n ^ b u t i n i t i a l l y e x -
t r e m e l y c a l m * They a s k e d a f ew q u e s t i o n s b u t i t w a s o b v i o u s t h a t t h e y 
w a n t e d to be a l o n e a n d w h e n I s u g g e s t e d t h a t t h e y h a d s o m a t i m a t o g e t h e r 
a n d t h a t we s a w them l a t e r t h e y g r a t e f u l l y a c c e p t e d * T h e t e a r s w e r e 
c o m i n g a n d h r s * S t e p h e n s s a i d t h a t h e r m o t h e r w a s o n t h e w a r d a n d s h e d i d 
n o t t h i n k s h e c o u l d t a l l h e r * I o f f e r e d t o go a n d s e e h e r * 
W h i l e n r * a n d M r s * S t e p h e n s h a d t i m a a l o n e I w e n t to s e e t h e G r a n d -
m o t h e r i n o n e o f t h e s i d e - w a r d s d o w n s t a i r s . I r e p e a t e d t h e m a i n f a c t s a s 
O r * B r o w n h a d g i v e n them t o h e r d a u g h t e r . S h e w a s s t u n n e d a n d t o o k h o l d 
o f my h a n d a s 1 t o l d h e r . S h e a n d h e r d a u g h t e r a r e v a r y c l o s e ; h e r 
s e c o n d b a b y - a s o n - h a d d i a d s o o n a f t e r b i r t h a n d s h e c o u l d n o t h a v e 
a n y m o r a c h i l d r e n , s o t h e r e h a d b e e n t r e m e n d o u s r e j o i c i n g w h a n a b a b y 
g r a n d s o n had b e e n b o r n * S h e a s k e d a few q u e s t i o n s a n d t h e n s a i d t h a t s h a 
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w o u l d l i k e to s i t i n s i l a n c e f o r a w h i l e . I o f f e r e d to make h e r a c u p 
o f t a a w h i c h s h e a c c e p t e d . A s I r B t u r n a d w i t h t h e t e a , h a r s o n - i n - l a w 
c a m e i n a n d s a i d t h a t h a r d a u g h t e r w o u l d l i k e h a r to go u p . S h e s i p p e d 
s o m e o f h a r t e a b e c a u s e s h e u ias d h a k i n g a n d t h a n s h e t o o k my a r m a n d I 
w a l k e d up w i t h h e r « 
L a t e r D r « B r o u n , t h e h o u s e m a n a n d I w e r e a s k e d t o go b a c k e n d s p e a k 
w i t h tham a l l a g a i n , r i r s , S t e p h e n s h a d c r i e d a l o t b u t w a s m o r e r e l a x e d 
n o w . They b o t h a s k e d many q u e s t i o n s a b o u t t h e c o n d i t i o n a n d how i t w o u l d 
a f f e c t t h e i r b a b y a n d t h e i r own f u t u r e l i f e . A f t e r t h e d o c t o r s l e f t , I 
s t a y a d a n d u a d i s c u s s e d f e e l i n g s e n d r e a c t i o n s . B o t h a c k n o w l e d g e d t h a t 
t h e y f e l t numb a n d we t a l k e d a b o u t t h e p h a s e s o f d i s b e l i e f , d e p r e s s i o n 
a n d a n g e r w h i c h a c c o m p a n i e d c r i s i s , n r . S t e p h e n s s e i d t h a t h a c o u l d n o t 
go b a c k to s e a b e c a u s e ha w a s n e e d e d a t h o m e , b u t I a n c o u r a g a d h i m to 
t h i n k a b o u t c o m p a s s i o n a t e l e a u a f o r t h e moment a n d t h a n to l o o k a t t h e 
i m p l i c a t i o n s f o r t h a f u t u r e w h a n t h e y h a d h a d t i m e to t h i n k r o u n d t h a 
p r o b l e m . N r s . S t e p h a n a h a d some m i l k to e x p r e s s b u t w a s f e a r f u l o f 
g o i n g b a c k to t h e w a r d a n d h a v i n g to f a c e t h a o t h e r m o t h e r s . S h a w a n t e d 
to go home w i t h h e r h u s b a n d b u t a l s o w i s h e d to b r e a s t f e e d P e t e r , Uie 
t a l k e d a b o u t t h i s a n d I s a i d t h a t t h e o t h e r m o t h e r s w o u l d f i n d h e r r e t u r n 
d i f f i c u l t b e c a u s e by now t h e y w o u l d r e a l i s e t h a t s o m e t h i n g w a s w r o n g a n d 
w o u l d n o t know w h a t to s a y to h a r . n r s . S t e p h e n s w e n t b a c k to t h e w a r d 
w h i l e t h a o t h e r m o t h e r s w e r e o u t f e e d i n g t h e i r b a b i e s a n d w h e n t h e y 
r e t u r n e d s h e w a s a b l e to t e l l them a n d t h i s w a s t h e f i r s t h u r d l e s u c c e s s -
f u l l y o v e r . 
D a y 4 . I a r r i v e d a t t h e same t i m e a s n r . S t e p h e n s who h a d b r o u g h t soma 
f r e e s i a s i n f o r h i s w i f e . B o t h w e r e f e e l i n g much b e t t e r , b u t i f a n y t h i n g 
w a r e a l i t t l e t o o e u p h o r i c , f i r s , S t e p h e n s h a d b e e n g i v e n s l e e p i n g 
t a b l e t s l a s t n i g h t a n d a s s h e s a i d " h a d g o n e o u t l i k e a l i g h t " , n r . 
S t e p h e n s h a d g o n e home w i t h h i s m o t h e r - i n - l a w a n d t h e y h a d h a d some 
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b r a n d y a n d t h e n he h a d b e e n a b l e t o r i n g c l o s e f r i e n d s a n d r e l a t i v e s 
a n d 9 i v e them t h e i n f o r m a t i o n * \iia t a l k e d o v e r t h e q u e r i e s o f l a s t n i g h t 
a n d e s t a b l i s h e d t h a t M r s . S t e p h e n s w a s m o r e r e s i g n e d t o s t a y i n g i n 
h o s p i t a l u n t i l P e t e r had g o t h i s f e e d i n g r o u t i n e e s t a b l i s h e d . T h e y w e r e 
m o r e r e c e p t i v e t o t a k i n g e a c h d a y a s i t c a m e f o r a w h i l e a n d n o t r u s h i n g 
i n t o t a k i n g a n y f i r m d e c i s i o n s . I a r r a n g e d t o s e e tham o n Monday m o r n i n g . 
D a y 6 . M r . S t e p h e n s had b e e n g i v e n c o m p a s s i o n a t e l e a v e , t h e l e n g t h o f 
w h i c h w a s to d e p e n d upon D r . B r o w n ' s r e c o m m e n d a t i o n . M r s . S t e p h e n s 
s p o k e a b o u t t h e s t a g e s s h e h a d g o n e t h r o u g h o v e r t h e w e e k - e n d , i n c l u d i n g 
d i s b e l i e f a n d u a d i s c u s s e d t h e m o u r n i n g p r o c e s s . S h e m e n t i o n e d a f r i e n d 
who h a d h a d a m i s c a r r i a g e r e c e n t l y a n d who w a s s o d e p r e s s e d t h a t t h e y 
h a d t a k e n h e r t o t h e d o c t o r . UJe l o o k e d a t t h e l i n k s b e t w e e n m o u r n i n g 
t h e l o s s t h r o u g h a b o r t i o n a n d h e r n e e d i n g to m o u r n t h e l o s s o f t h e n o r m a l 
b a b y w h i c h s h a f i r s t t h o u g h t t h a t s h e h a d , a n d t h a t a r e a c t i v e d e p r e s s i o n 
c o u l d be a common f a c t o r i n t h e s e s i t u a t i o n s . S h e s a i d t h a t h a r h u s b a n d 
w a s f e e l i n g v e r y l o w y e s t e r d a y b u t h i s p a r e n t s h a d coma down a n d s h e 
t h o u g h t t h i s h a d h e l p e d h i m t o g e t t h i n g s m o r e i n p e r s p e c t i v e . S u n d a y 
h a d a l s o b e e n t h e d a y t h a t h e r own m o t h e r h a d b e e n a b l e to b r e a k down a n d 
r a a l l y w e e p f o r t h e f i r s t t i m e s i n c e k n o w i n g o f P a t e r ' s c o n d i t i o n . 
I t a l k e d w i t h h e r a b o u t how t h e p r o f e s s i o n a l h e l p i n g s e r v i c e s c o u l d 
b e u s e d to a s s i s t a f a m i l y w i t h a h a n d i c a p p e d c h i l d to l i v e e l i f e a s 
n e a r to t h a t w h i c h t h e y h a d m a p p e d o u t f o r t h e m s e l v e s h a d t h e y h a d a 
n o r m a l c h i l d . Mr . S t e p h e n s l o v e s l i f e a t s e a a n d w a s p l a n n i n g t o t a k e h i s 
M a s t e r ' s t i c k e t . T h e y knew t h a t h e w o u l d n o t g e t s u c h a w e l l p a i d j o b 
a s h o r e b u t Mr . S t e p h e n s d i d t h i n k t h a t P a t e r w o u l d n e e d h i s o n g o i n g 
r a t h e r t h a n h i s i n t e r m i t t e n t c a r e . We l o o k e d a t t h e f a c t t h a t m o s t 
c h i l d r e n n e e d e d to h a v e a f a t h e r a r o u n d a n d how t h i s c o u l d be a p r o b l e m 
f o r t h e f a m i l i e s o f s e a - g o i n g f a t h e r s , b u t t h e r e h a d to be a b a l a n c e 
b e t w e e n c h i l d r e n ' s n e e d s a n d f a t h e r ' s c a r e e r s a n d s o m e u h e r e a l s o some 
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c o n s i d e r a t i o n o f m o t h e r ' s h a p p i n e s s . I s a i d a g a i n t h a t I t h o u g h t t h e y 
s h o u l d c o n t i n u e to l i v e f r o m d a y to d a y f o r a w h i l e a n d t h e n b e g i n to 
l o o k f o r w a r d a n d s e e i f t h e i r p l a n s h a d t o be m o d i f i e d t o f i t i n w i t h 
t h e new s i t u a t i o n c r e a t e d by h a v i n g a c h i l d w i t h D o w n ' s s y n d r o m e . 
D a y 7 . The r e s u l t s f r o m B r i s t o l w a r e p o s i t i v e . D r . B r o w n a n d I s a w t h e 
p a r e n t s t o g e t h e r f o r n e a r l y a n h o u r . T h e r e c o u l d be no m o r e d o u b t s a n d 
no m o r e f l i g h t s i n t o t h e w o r l d o f i t may n o t b e t r u e a n d f r o m t h a t t i n i a 
we w e r e a b l e to r e a l l y l o o k a t t h e t r u e i m p l i c a t i o n s o f i t a l l . P e r h a p s 
m o r e i m p o r t a n t w a s t h e f a c t t h a t t h e y w e r e w e l l p r e p a r e d to do t h i s a n d 
i t w a s a m o s t c o n s t r u c t i v e i n t e r v i e w . M r s . S t e p h e n s w a s t o b e d i s c h a r g e d 
l a t e r t h e t d a y b u t P e t e r h a d to s t a y i n f o r a w h i l e u n t i l h i s w e i g h t 
i n c r e a s e d a n d h i s f e e d i n g w a s e s t a b l i s h e d . 
U e e k 2 . Mr . a n d M r s . S t e p h e n s c a m e i n r e g u l a r l y , d i d m u c h f o r P e t e r a n d 
w h e n he w a s r e a d y to go home h i s m o t h e r c a m e i n t o t h e f l a t f o r 24 h o u r s 
to t a k e o v e r h i s c o m p l e t e c a r e . 
M o n t h l a t e r . I v i s i t e d t h e f a m i l y a t h o m e . A l l w a s g o i n g v e r y w e l l a n d 
t h e g r a n d p a r e n t s w e r e s t a y i n g . M r . S t e p h e n s ' c o m p a s s i o n a t e l e a v e s e e m s 
to b e n e v e r e n d i n g , b u t now i t i s b e c a u s e a s h i p i s n o t a v a i l a b l e . I t 
h a s r e a l l y g i v e n t h i s c o u p l e t h e o p p o r t u n i t y o f m a k i n g a n e x c e l l e n t 
s t a r t w i t h t h e d a i l y m a n a g e m e n t o f t h e i r s o n . T h e y h a d a s k e d f o r s o m e -
t h i n g to r e a d a b o u t D o w n ' s s y n d r o m e s o I t o o k them e c o p y o f ' B e r n a r d ' 
by J o h n a n d E i l e e n u J i l k e s . , I t o l d them t h a t I t h o u g h t i t w a s a n h o n e s t , 
w a l l w r i t t e n a c c o u n t o f t h e i r e x p e r i e n c e o f b r i n g i n g up a s o n w i t h 
D o w n ' s s y n d r o m e b u t I d i d n o t know w h e n p a r e n t s s h o u l d r e a d i t a n d w o u l d 
be g l a d to h a v e t h e i r c o m m e n t s o n t h i s i n d u e c o u r s e . 
We t a l k e d a b o u t t h e f u t u r e s o c i a l . w o r k c o n t a c t . TTiey u n d e r s t o o d 
t h a t I h a d b e a n a c t i v e l y i n v o l v e d a t t h e b e g i n n i n g to h e l p them a d j u s t 
to t h e b i r t h o f a h a n d i c a p p e d c h i l d . T h e y knew I w a s t h e s o c i a l w o r k e r 
f o r h a n d i c a p p e d c h i l d r e n a n d t h a t I w o u l d s e a them w h e n t h e y c a m e up to 
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t h a h o s p i t a l f o r t h e o u t - p a t i e n t a p p o i n t m e n t s * We w e r e a g r e e d t h a t 
f o r t h e f i r s t y e a r a t l e a s t t h a p r o b l e m s w i t h P e t e r w o u l d n o t b a a l l 
t h a t d i f f e r e n t f r o m t h o s e o f t h a n o r m a l c h i l d a n d l i k e l y t o be f o r t h e 
H e a l t h V i s i t o r , b u t t h a t w h e n he g o t t o w a r d s h i s t h i r d y e a r a n d e d u c -
a t i o n a l a s s e s s m e n t b e g a n t h a r e m i g h t b a m o r a s o c i a l w o r k t o b a d o n a * 
An e x a m p l e o f a c a s e r e c o r d f r o m G r o u p B - H a n d i c e p p e d a n d D i e d * 
The e x a m p l e i n t h i s s e c t i o n i s c o n c a r n a d w i t h t h a d e a t h o f a l i t t l a 
b o y a g e d two* Ha h a d n e v e r b e e n i l l i n h i s l i f e a n d t h e n q u i t e s u d d e n l y 
he w a s s t r u c k down w i t h a p a r t i c u l a r l y n a s t y t y p e o f v i r a l m e n i n g i t i s 
f r o m w h i c h he d i d n o t r e c o v e r c o n s c i o u s n e s s * He w a s t h a much a d o r e d 
y o u n g e r s o n o f a c o u p l e who l i v e d f o r a n d e n j o y e d a v a r y m i n u t e t h e y h a d 
w i t h t h e i r c h i l d r e n * Ha h a d g r o w n u p i n a s m a l l c o m m u n i t y s u r r o u n d e d by 
n u m e r o u s g r e a t a u n t s a n d u n c l e s a n d h i s g r a n d p a r e n t s a n d w a s k n o w n t o 
n e a r l y e v e r y b o d y who l i v e d l o c a l l y * The l o s s f o r t h a s a p a r e n t s w a s 
h a r d e r t h a n i n a n y o f t h e e x a m p l e s , w h e r e a c h i l d h a d d i e d s h o r t l y a f t e r 
b i r t h , b e c a u s e t h e y w e r e l o s i n g s o m u c h m o r e ; n o t a b r i e f r e l a t i o n s h i p 
w h i c h h a d h a r d l y h a d a c h a n c e t o g a t g o i n g , b u t a much c h e r i s h e d o n e o f 
two y e a r s s t a n d i n g * On t h e p o s i t i v e s i d e t h e s e p a r e n t s h a d two y e a r s 
o f m e m o r i e s w h i c h o t h e r p a r e n t s l a c k e d * I t w a s a h a r r o w i n g e x p e r i e n c e 
f o r t h e p a r e n t s a n d t h e i r f a m i l y a n d a l s o f o r t h e s t a f f who w a r e i n v o l v e d 
i n c a r i n g d u r i n g t h e c r i s i s * I t w a s v e r y m u c h a team i n v o l v e m e n t a n d t h e 
team n e e d e d t h e s u p p o r t o f a a c h o t h e r to g i v e t h a maximum s e r v i c e t o t h e 
w h o l e f a m i l y * 
R I C H A R D THORPE 
Day 1* A b o u t 5 . 3 0 a * m * R i c h a r d w o k e up a n d w a s s i c k a n d w e n t b a c k t o 
s l e e p * H i s f a t h e r g a v e hini a d r i n k b e f o r e h e w a n t to w o r k a n d h i s 
m o t h e r w e n t in s o o n a f t e r 8 a * m * a n d g a v e h i m a n o t h e r * A t 8 * 3 0 a . m * 
s h a f o u n d h i m u n c o n s c i o u s , r a n g h e r h u s b a n d a t w o r k a n d t h a f a m i l y 
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d o c t o r , b o t h o f whom came i m m e d i a t e l y . The d o c t o r , h i m s e l f , d r o v e 
R i c h a r d a n d h i s m o t h e r s t r a i g h t i n t o t h e h o s p i t a l f o l l o w e d by nr , T h o r p e 
i n h i s own c a r . A s s o o n a s t h e y r e a c h e d t h e w a r d a l u m b a r p u n c t u r e w a s 
d o n e w h i c h c o n f i r m e d t h e d i a g n o s i s . A t 2 p , m . R i c h a r d s t o p p e d b r e a t h i n g 
a n d w a s moved f r o m t h e c h i l d r e n ' s w a r d i n t o t h e I n t e n s i v e C a r e U n i t a n d 
p u t on a v e n t i l a t o r . The h o u s e m a n r a n g me i n my o f f i c e a n d I w e n t 
s t r a i g h t o v e r a n d w a s i n t r o d u c e d to t h a p a r e n t s by t h e r e g i s t r a r . They 
w a r e i n t h e l i t t l e s i t t i n g - r o o m o n t h a U n i t w h i c h h a d b e e n made a v a i l a b l e 
e x c l u s i v e l y f o r t h e i r own u s e . 
B o t h p a r e n t s w e r e p r o s t r a t e w i t h g r i e f a n d c o u l d g i v e v e r y l i t t l e 
s u p p o r t to e a c h o t h e r , I b e g a n by a s k i n g them w h a t t h a d o c t o r h a d t o l d 
them a n d t h e y k e p t r e p e a t i n g t h a t i t w a s v e r y s e r i o u s a n d t h e y d i d n o t 
w a n t h i m to be a c a b b a g e , U e r y g e n t l y I l e d them b a c k o v e r w h a t h a d 
h a p p e n e d a n d t h e y w e r e a b l e to k e e p g o i n g t h r o u g h t h e e v e n t s o f t h e 
m o r n i n g and s a y how w e l l h e h a d b e e n y e s t e r d a y a n d d e s c r i b e d how he h a d 
s a t o n h i s f a t h e r ' s k n e e t o w a t c h t h e E u r o p e a n C u p F i n a l l a s t n i g h t , 
nidst a l l t h e i r t e a r s M r s , T h o r p e k e p t s a y i n g t h a t s h e w o u l d n e v e r be 
a b l e to w a t c h f o o t b a l l a g a i n a n d t h a t he h a d l o v e l y c l o t h e s a n d t h a t s h e 
d r e s s e d h i m up e v e r y d a y . They t a l k e d a b o u t a l l t h a t h i n g s he d i d a n d 
w h a t he s a i d . As t h e i r c o n f i d e n c e i n me s e e m e d to g row t h e y w e r e a b l e to 
a s k a b o u t t h e o u t c o m e a n d a c k n o w l e d g e t h a t t h e c h a n c e s o f h i m l i v i n g 
w e r e r e m o t e . 
A l t h o u g h t h e n u r s i n g s t a f f w e r e a c t i v e l y t r e a t i n g R i c h a r d I t h o u g h t 
t h a t i t w a s i m p o r t a n t f o r t h e s e p a r e n t s to h a v e a c c e s s a s a n d w h e n t h e y 
n e e d e d . They f o u n d i t d i f f i c u l t to go i n t o t h e t r e a t m e n t room a n d a t 
t h e b e g i n n i n g n r . T h o r p e c o u l d do t h i s o n l y v e r y b r i e f l y . Uio g a v e them 
a c h a i r o n e a c h s i d e o f t h e b e d a n d e n c o u r a g e d them to h o l d R i c h a r d * s 
h a n d s . n r s , T h o r p e w a s a b l a to do t h i s b u t h a r h u s b a n d c o u l d n o t s t a y 
n e a r h i s s o n . An a u n t a n d u n c l e who a r e v e r y c l o s e to t h e f a m i l y c a m e 
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i n a n d s t a y e d f o r a w h i l e i n t h e s i t t i n g - r o o m . T h e y h a d o r g a n i s e d t h e 
p i c k i n g - u p o f t h e e l d e r b r o t h e r f r o m s c h o o l a n d o n e o f t h e g r a n n i e s 
w a s g o i n g to h a v e h i m to s t a y f o r t h e n i g h t . T h e y s a i d t h a t M r s . T h o r p e ' s 
m o t h e r h a d h a d h y s t e r i c s w h e n s h e h a d b e e n t o l d a b o u t R i c h a r d , 
O r , F e r g u s c a m e i n to e x a m i n e R i c h a r d a n d d i d n o t e x c l u d e t h e 
p a r e n t s w h i l e he d i d s o . E a r l i e r t h e s t a f f n u r s e h a d t h o u g h t t h a t s h e 
h a d g o t a s l i g h t r e s p o n s e f r o m t h e p u p i l , a n d t h e p r i m i t i v e r e s p o n s e o f 
t h e f o o t h a d b e e n s e e n , b u t t h e r e w a s no e v i d e n c e o f t h i s w h a n D r . F e r g u s 
made h i s e x a m i n a t i o n . He s p o k e w i t h t h e p a r e n t s a n d t o l d them t h a t t h e r e 
w o u l d be no c h a n g e f o r 24 h o u r s b u t t h e s i t u a t i o n r e m a i n e d v e r y s e r i o u s , 
liie e n c o u r a g e d them i n t h e i r w i s h to go home b r i e f l y . T h e y w e r e a b i t 
w o r r i e d a b o u t b e i n g i n t h e i r w o r k i n g c l o t h e s a n d w a n t e d to h a v e a w a s h 
a n d c h a n g e . U a s a i d t h a t t h e y c o u l d s t a y t h e n i g h t i n h o s p i t a l o r come 
a n d g o , w h i c h e v e r a r r a n g e m e n t s u i t e d them b e s t . A s t h e y l e f t I s u g g e s t e d 
t h a t t h e y b r o u g h t b a c k R i c h a r d ' s t e d d y o r t h e t o y t h a t he t o o k to b e d 
w i t h h im e a c h n i g h t . The a u n t a n d u n c l e b r i e f l y s a w R i c h a r d b u t w e r e t o o 
d i s t r e s s e d to r e m a i n i n t h e room w i t h h i m . T h e y w e r e v e r y s u p p o r t i v e to 
t h e y o u n g c o u p l e . 
I r e t u r n e d to t h e h o s p i t a l j u s t b e f o r e 9 p . m . M r , a n d M r s , T h o r p e 
w e r e b a c k a n d had b r o u g h t a f ew t h i n g s i n f o r t h e n i g h t a n d a l s o 
R i c h a r d ' s g o l l i e s w h i c h w e r e t u c k e d up i n b e d w i t h h i m . T h e r e w a s no 
c h a n g e a t a l l i n h i s c o n d i t i o n b u t u n f o r t u n a t e l y t h e a l a r m b e l l o n t h e 
v e n t i l a t o r w a s f a u l t y :and k e p t r i n g i n g w h i c h c a u s e d t h e p a r e n t s a l o t 
o f u n n e c e s s a r y a n x i e t y . T h e A n a e t h e t i s t c a m e a n d c h e c k e d i t a n d s e n t 
t h e p a r e n t s o u t . A f t e r ha h a d f i x e d i t I a s k e d h i m i f h e w o u l d h a v e a 
b r i e f w o r d w i t h t h e p a r e n t s a n d e x p l a i n w h a t h a d b e e n w r o n g . He s e e m e d 
s u r p r i s e d b u t d i d s o , a n d t h e y f e l t r e a s s u r e d t h a t i t h a d b e e n a f a u l t y 
c o n n e c t i o n . The n i g h t s t a f f c a m e i n a n d i n t r o d u c e d t h e m s e l v e s t o M r . 
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a n d M r s . T h o r p e who g e n e r a l l y s p e a k i n g w e r e f a i r l y c a l m by now a n d 
m u c h r e a s s u r e d t h a t some o f t h e d o c t o r s s l e p t i n t h e h o s p i t a l a n d w e r e 
r e a d i l y a c c e s s i b l e . I t o l d them i f t h e r e w a s a n y d e t e r i o r a t i o n i n 
R i c h a r d ' s c o n d i t i o n d u r i n g t h e n i g h t I w o u l d c o m e i n , o t h e r w i s e I w o u l d 
s e e them f i r s t t h i n g i n t h e m o r n i n g . 
D a y 2 . I w e n t t o t h e I n t e n s i v e C a r e U n i t s o o n a f t e r 8 a . m . to be 
g r e e t e d by a n o t h e r S i s t e r w i t h , " I f y o u ' r e t h e s o c i a l w o r k e r t h a n k g o o d -
n e s s y o u ' v e c o m e ; t h e y ' r e i n a t e r r i b l e s t a t e . " A l t h o u g h t h e r e w a s no 
c h a n g e i n R i c h a r d ' s c o n d i t i o n t h e r e had b e e n no i m p r o v e m e n t i n t h e 
r e f l e x p a t t e r n s a n d t h e p a r e n t s knew t h a t he w a s n o t g o i n g to s u r v i v e . 
T h e r e h a d b e e n a g a p b e t w e e n them b e i n g t o l d t h a t h e w a s u n l i k e l y t o 
l i v e a n d a c c e p t i n g t h i s o f a b o u t 1 8 h o u r s . T h e y w e r e v e r y d i s t r e s s e d 
a g a i n , g o i n g t h r o u g h a n o t h e r p e r i o d i c w e e p i n g s t a g e a n d s a y i n g t h a t t h e y 
w o u l d h a v e t o move a w a y f r o m t h e i r p r e s e n t home b e c a u s e t h e y w o u l d n o t 
be a b l e to t o l e r a t e s e e i n g t h e o t h e r c h i l d r e n who l i v e d n e a r them g r o w i n g 
u p . M r s . T h o r p e c o u l d s i t by R i c h a r d b u t M r . T h o r p e w a s h y p e r a c t i v e a n d 
c o u l d n o t s e t t l e a n y w h e r e . The n u r s i n g s t a f f s u g g e s t e d t h a t he w e n t o u t 
o f t h e h o s p i t a l f o r a w a l k o r t h a t he s a t down o n a c h a i r , b u t w h e n I 
e x p l a i n e d to them t h a t he c o u l d n o t do e i t h e r , t h e y l e t h i m p a c e up 
a n d down t h e c o r r i d o r a n d i n a n d o u t o f t h e room a s he w i s h e d . I t made 
t h e n u r s i n g l e s s o r g a n i s e d b u t i t h e l p e d a g r i e v i n g f a t h e r a n d t h e 
n u r s e s w h e n t h e y u n d e r s t o o d t h i s c o u l d n o t h a v e b e e n m o r e c o - o p e r a t i v e . 
O r . F e r g u s came a n d a f t e r e x a m i n i n g R i c h a r d t o l d t h e p a r e n t s t h e t 
he p l a n n e d t o k e e p h i m o n t h e v e n t i l a t o r f o r t h e t i m e b e i n g a n d p e r h a p s 
o v e r t h e w e e k e n d . He w a s g o i n g to a r r a n g e f o r a n E l e c t r o - e n c e p h a l o g r a m 
to b e d o n e w h i c h w o u l d show i f t h e r e w a s a n y b r a i n a c t i v i t y . M r . 
T h o r p e p l e a d e d w i t h D r . F e r g u s n o t to l e t R i c h a r d l i v e i f he w a s 
g o i n g t o be a c a b b a g e a n d n o t to u s e h i m a s a g u i n e a p i g . D r . F e r g u s 
l i s t e n e d s y m p a t h e t i c a l l y to h i m b u t s a i d t h a t he w o u l d make t h e 
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medical decisions and his decis ion a t t h i s stage was to continue t r e a t -
ment, life then ta lked about bou uie could help n r . and n r s . Thorpe ui i th 
t h e i r personal agony. The houseman had given them some valium and had 
tdephoned the i r f ami ly doctor whom they knew w e l l to ensure that the 
medical care continued. Ue would give what emotional support we could 
a t the h o s p i t a l . 
The aunt and uncle, two grannies and a grandad came i n . n r s . 
Thorpe wept loud and long on her mother - in - law ' s shoulder. Thara i s a 
good f ami ly network here because two brothers married two s i s t e r s and 
they are a l l very c lose , n rs . Thorpe's fa ther died of cancer so she has 
had soma experience of l o s i n g a close r e l a t i v e and i t may expla in why 
apparently she i s coping be t t e r than her husband who, as ye t , has never 
l o s t anyone whom he loved dea r ly . I made tea f o r the f ami ly and served 
i t to them. Then, w i t h the exception o f the maternal grandmother who 
i s i n c l i n e d to f a i n t and have h y s t e r i c s , each one went i n to see Richard. 
They were a l l very upset but were glad tha t they had been able to b r ing 
themselves to do t h i s . I t was agreed the best th ing would be f o r the 
parents to go home f o r a break. They understood tha t l i f e was being 
maintained a r t i f i c i a l l y and that there could be no change whi le t h i s 
was being done. Uie encouraged them to telephone i n as many times as they 
wished. 
Soon a f t e r 2 p.m. Dr. Fergus had the r e s u l t s o f the E l e c t r o -
encephalogram which showed that there was no b ra in a c t i v i t y a t a l l and 
he decided that i t was f u t i l e to proceed w i t h t reatment. The parents 
had not re turned, or telephoned, but ra ther than sand the pol ice to 
f i n d them and by so doing alarm tham, we agreed to w a i t u n t i l they came 
back i n . I thought they would probably meet t h e i r other son from 
school and than r e t u r n , and t h i s i n f a c t was what they d i d . 
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Or. Fergus and I sau them together. He t o l d them that there uas 
no b ra in a c t i v i t y and no hope f o r Richard and asked them i f they would 
wish the v e n t i l a t o r to be turned o f f . Mr. Thorpe became very calm at 
t h i s stage and persuaded his w i f e to agree. Or. Fergus went out f o r a 
wh i l e and ue spoke about the s i t u a t i o n . Mrs. Thorpe asked i f she could 
hold Richard and I tuent to ask Or. Fergus uiho agreed. I took her back 
i n t o the treatment room and helped her s i t doun by the bed. Richard, 
s t i l l u i i th numerous tubes attached to him was l i f t e d on to her knea and 
as she hugged him to her the v e n t i l a t o r was switched o f f and he died 
i n her arms. Both parents kissed him good-bye and when they were ready 
we took them out of the room. nrs . Thorpe went to her uncle and n r . 
Thorpe had a long t a l k w i t h Dr. Fergus. Somebody gave him a d r i n k which 
was not a good th ing probably, because he d id not usua l ly d r i n k . A calm-
ness began to descend and we made arrangements f o r the immediate issue 
of the death c e r t i f i c a t e so tha t they d i d not have to come back i n t o 
the hosp i t a l again. Hr. Thorpe d i d not seem to want to be w i t h his w i f e 
and appeared to need the rou t ine admin i s t r a t ive tasks as an o u t l e t f o r 
h i s h y p e r a c t i v i t y . Mrs. Thorpe desperately wanted to get away and I 
suggested that her uncle took her home and tha t I brought her husband 
when everything was t i e d up, but she i n s i s t e d on w a i t i n g f o r him. He 
seemed to be r e luc t an t to leave the place. F i n a l l y , I had to say to 
him that his w i f e r e a l l y d i d need to go, so he drank the brandy s t r a i g h t 
back, co l l ec ted Richard 's c lothes and g o l l i e s and the death c e r t i f i c a t e 
and went to her. Through t he i r tears they said good-bye to the 
r e g i s t r a r and me and said that they knew everything tha t could have 
bean done had been done. Slowly, w i t h tears streaming down t h e i r faces, 
they walked out i n t o the hot sunshine and to pick up the threads of 
t h e i r shattered l i f e . \Je, who were l e f t , b l inked away our own tears , 
t a lked about the tragedy and watched a shrounded bundle leave the 
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Intensive Care Unit for the mortuary. 
donth l e t e r . This maa a long intarviaw bat i t was perheps the f i r s t 
time since Richard had died that nr» and Plrs, Thorpe had talked at 
length about i t . Their other eon was s t i l l up when I got there but af ter 
a l i t t l e chat with B » ha went off to..bed« He i s waking up in the night 
and complains of aches in the throat, arm, taeth and tummy much mora 
than he ever did before* I ocplainad to his parents why this might be 
and how children of his age (nearly 6) had l i t t l e understanding of death 
and the f i n a l i t y of it , . .but that going to sleep sometimes brought with 
i t separation anxieties and ha: may have fears that this might be what 
happened to Richard* 
n r . and Plrs* Thorpa had a very r e a l naad to talk and at timas could 
hardly wait for the other to f i n i s h before adding something* They went 
through the events leading up to Richard*s death, the days that followed, 
the funeral , tha cremation and thauproblems with people being uncomfort^ 
able and not knowing what to say* The famil ies had r a l l i e d round them; 
mrs* Thorpe's mother had coma to stay for a while and dona a l l the 
cooking because a l l they f e l t l i k e doing was to s i t in a chair* They 
soon stopped taking the tablets because they had made them fee l drousy 
and they thought that they began to feel better a f ter that* Last week 
they hed been to Cornwall for the holiday which they had already booked 
and paid for* They went without enthusiasm and mostly for their son*s 
sake and did not part icularly enjoy i t , but i t had been a change and 
an attempt to keep going. 
Early in the interview Drs* Thorpe cried a l i t t l e and her husband 
looked anxiously at her, but l e t her be, presumably because there i s 
s t i l l a need to cry and that i t was part of tha process of mourning 
in which they ware both engaged* She also smiled during the inter.view 
and was able to look forwards as well as backwards* Orig ina l ly , Pir* 
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Thorpe had thought tuo c h i l d r e n uas enough^ although h i s ui ife had uanted 
a t h i r d and had hoped f o r a g i r l . Now they uare beginning to t a l k about 
having two more babies because t h e i r son would be so much older than 
any subsequent ch i l d r en they might have* Hrs* Thorpe i s 31 and i t took 
a year to conceive Richard so she i s a l i t t l e worr ied about managing to 
s t a r t a pregnancy but knows tha t there i s plenty o f t ime. At the time 
of c los ing th i s case my assessment s ta tes : 
This couple hav/e mouad a long way i n a month and are r a a l i s t i c a l l y 
f a c i n g up to a new and a t the moment much more empty l i f a » A l l o f 
Richard ' s toys and c lo thes have been put away and h i s photograph removed 
from the sideboard, uJe talked about t h i s and the necessity o f having 
done i t now, but that i n the f u t u r e i t should go back i n i t s place. 
Richard was par t o f t he i r fami ly and h i s memory needed to be preserved 
and h i s former presence acknowledged. They w i l l be able to do t h i s i n 
t ime. They know that par t of them died w i t h him, but they also grew 
together as a couple and developed strengths w i t h i n themselves which 
have enabled them to stay i n t h e i r present house, to mix w i t h the other 
f a m i l i e s again and even to go to the s t r e e t Jubilee par ty a few days 
a f t e r the f u n e r a l . L i f e w i l l not be the same f o r them but thay are 
taking a pos i t i ve look to the f u t u r e and a l l . augu r s w e l l f o r them, I 
o f f e r e d to sor t out soma minor problems about the death c e r t i f i c a t e which 
I d id next day. They were apprec ia t ive of the help and care which they 
had had from the hosp i t a l and Mrs. Thorpe said tha t she would be able 
to face going back there to have any other babies. At t h i s stags, I 
r e a l i s ed the po in t of not being able to replace but only add to a 
f a m i l y ' s membership. Another baby would not take Richard ' s place; 
i t would be a baby i n h i s own r i g h t as he had been. I ba l ieve they 
ware already understanding th i s because Pirs. Thorpe said that perhaps 
i t would be bat ter i f a g i r l a r r i v e d next although i t was a boy 
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dominated f a m i l y . 
uie agreed that i f there were times i n the f u t u r e when they f e l t 
the h o s p i t a l might be able to help them they would make contact w i t h us, 
bu t a t the moment they were making a good recovery and the case should 
be c losed . Two months l a t e r I received a l e t t e r to l e t me.-know that Mrs. 
Thorpe was pregnant and they were a l l absolute ly d e l i g h t e d . She would 
be having her baby i n the hosp i t a l and d i d not mind coming back a t a l l 
now. 
An example o f a case record from Group C - Impaired but not permanently 
handicapped. 
I have fo l lowed the medical c l a s s i f i c a t i o n and have placed 5HARCN 
KEINDALL i n the impaired group because although t h e o r e t i c a l l y the t r e a t -
ment w i l l cure the i l l n e s s and she should be w e l l , the side e f f e c t s 
of the treatment are l i k e l y to cause permanent damage and i n consequence 
impairments. Sharon has an elder brother and a younger s i s t e r . At the 
age of four she developed leukaemia and her parents were t o l d she would 
l i v e f o r about two years. She was on treatment f o r f i v e years dur ing 
which time she had one major relapse when i t was discovered tha t her 
sp ina l f l u i d was a f f e c t e d and radiotherapy had to be g iven . She was 
expected to need treatment f o r another three years f o l l o w i n g the 
re lapse , her gut began to de t e r io r a t e w i t h the harsh treatment pro-
gramme necessary and i t j u s t had to bo stopped. "To the best o f our 
knowledge she i s cured'* her parents were t o l d . Her mother l i v e d i n 
ecstasy; her fa ther l i u e d i n doubt, eighteen months l a t e r there was a 
f u r t h e r relapsa, when Sharon was T3 years o l d . 
Sharon had not been f e e l i n g w e l l so was sent i n t o h o s p i t a l to 
have a blood marrow tes t done. The r e s u l t s confirmed t ha t the l euk -
aemia was ac t ive again and Or. jones asked me to j o i n him when he 
t o l d Mr. and Mrs. Kendal l , and when l a t e r he t o l d Sharon. 
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Day 1. Or. Jones ou t l i ned the c l i n i c a l s i t u a t i o n and discussed the 
poss ible treatment p lan. A l l Hrs. Kendall could say was that " i t was 
back to square one." They knew the side e f f e c t s o f the drug therapy 
and a l l the problems which Sharon would have to face . For a whi le they 
held hands and talked about t h e i r marriage. In the past n r . Kendall 
had withdrawn i n t o himself and would not discuss Sharon's I l l n e s s , but 
now they were able to t a l k together about the horror o f i t a l l . Both Or. 
Jones and I talked about the importance o f i n v o l v i n g Sharon i n any 
decis ions that had to be made and tha t i t was important f o r her to be 
eccepting o f any treatment p lan . Hrs. Kendall spoke of not a l lowing a 
c h i l d to refuse treatment and surely whi le she was s t i l l not a d u l t her 
parents had the f i n a l say. She went to get Sharon who came i n c ry ing 
and f l u n g herse l f on her f a t h e r ' s knee. They both t r i a d to cheer her 
up but we said that i t was important to l e t her cry and then we would 
t a l k . Dr. Jonea to ld her very simply what the s i t u a t i o n was but she 
could not absorb; l a t e r when he had l e f t we went through a l l he had 
said again but very l i t t l e was r e t a ined . -Sharon fears needles being put 
i n t o her and knew only too w e l l tha t f o r a blood t r ans fus ion she would 
have to face t h i s . She said that she d i d not want Or. Jones to do i t 
because he used scissors . 1 said that was f i n e because she had made a 
dec is ion and i t could be arranged tha t one of the other doctors d id i t . 
( l t o l d Or. Jones l a t e r and ha laughed. Apparently he uses force^is 
to a s s i s t g e t t i n g i n t o poor v e i n s . ) n r s . Kendall s i d tt^at she would 
have to go out f o r f i v e minutes and Sharon asked her i f she was going 
out to c r y . Mrs. Kendall said tha t she might , so I asked Sharon i f 
she wanted her mother to stay and cry w i t h her which was what she d id 
want. I o f f e r e d to make tham a cup o f co f f ee which was one of Mrs. 
K e n d a l l » s reasons f o r wishing to go out of the room. 
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n r . Kendall went home to get Sharon's nightdress and Mrs. Kendall 
and I spent some time t a l k i n g about the treatment and: how i t would 
a f f e c t the whole f a m i l y . Sharon was understandably low but her mother 
sa id that she had been depressed r ecen t ly and very withdraun* Her mother 
kept i n s i s t i n g tha t she must t a l k and t e l l them everyth ing but a l l 
Sheron would say was that she d i d not went "to be a bother to enyone!'. 
Sharon c r i e d about tha l i k e l i h o o d of p u t t i n g on weight again and a l l 
the c h i l d r e n a t school laughing a t her* Ue ta lked about her being very 
anaemic and that when she had had four p i n t s of blood she would f e e l 
be t t e r i n herse l f and that would make i t a l i t t l e easier to face the 
treatment* 
Later i n the af ternoon Sharon was i n the side ward doing a jigsaw and 
ea t ing J e l l y sweets. Her brother and s i s t e r had bean i n to see her and 
her grandmother was due soon. She was s t i l l anxiously w a i t i n g f o r the 
d r i p to be put up* I explained to the ward s t a f f about tha anxiety and 
asked i f the process could be expedited* 'Phone c a l l s produced the 
blood and the r e g i s t r a r who was going to put up the d r i p * I c a l l e d 
back Just before I l e f t a t 6 p*m* They had Just f i n i s h e d p u t t i n g up the 
d r i p and a uery pale and t e a r f u l Sheron t o l d me that i t had hur t her 
very much. I said that I was sorry which sounded banal. f»ir* and nrs* 
Kendall were f a i r l y calm but Hrs* Kendall said she Just f e l t numb* 
Tomorrow w i l l probably be a more d i f f i c u l t day whan nature l e t s the 
impact o f the shock be f e l t * I t o l d Sharon tha t I would come and see 
her i n tha morning. 
Day 2* Sharon was having tha l a s t p i n t o f blood when I went i n about 
9 a.m. She was looking much be t t a r w i t h some colour i n her cheeks* 
Both parents were i n and we sorted out when Sharon would be ready to 
go home and who would be able to take her. Hrs* Kendall works i n the 
af ternoons but her husband i s able to organise h is work so that he can 
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come up to the hosp i t a l when he needs t o . They had been able to sleep 
l a s t n igh t and were surprised tha t thay f e l t mora on top o f the s i t u -
a t i o n t h i s morning, I spoke about s o c i a l work involvemsnt and they said 
tha t they had never been o f f e r e d anything l i k e t h i s be fo re . Afterwards 
I spoke w i t h Sharon and t o l d her tha t sometimes when things were 
worry ing one i t helped to t a lk to somebody. Because one loved one's 
parents, i t was not always easy to share p a i n f u l things w i t h them, nor 
d i d parents always share t he i r worr ies w i t h c h i l d r e n . Yesterday and 
today we had a l l talked together and there had bean more shar ing . There 
may be times when th i s was not always possible or the r i g h t th ing and 
i t may be easier fo r her to t a l k w i t h somebody outside the f ami ly l i k e 
Or, Jones or me, Sharon does not say vary much but she smiles her 
understanding. She was very much the p r i v i l e g e d pa t i en t t h i s morning 
w i t h her fa ther d e l i g h t i n g i n w a i t i n g on her hand and f o o t . She had kept 
me a t o f f e e . 
Later i n the day I saw them b r i e f l y when the d r i p was down and they were 
w a i t i n g f o r the medicines to take home. I arranged to see them the 
f o l l o w i n g Uednesday whan they came up f o r treatmant, 
uJeek 2. The weekly treatment session. While Sharon was having her 
blood tes t done n r . Kendall asked i f he could sea me. Ha said tha t h is 
w i f e d id not want him to ask but he was very worr ied about t he i r 
f i n a n c i a l s ta te knowing that Sharon would need new c lo thes as she put 
on weight . I took d e t a i l s o f t he i r f inances and said tha t I would cor>-
t ac t the rnalcolm Sargent Fund, li/e had a long t a lk about the s t r a i n of 
Sharon's i l l n e s s , f ami ly r e l a t i o n s h i p s and, h i s w i f e ' s migra in and 
menstrual problems. I spoke w i t h Hrs. Kendall dur ing the morning. She 
looked poorly and very s t r a ined . Sharon was q u i e t and sad; I th ink her 
parents may be too claustrophobic w i t h her and she needs a breathing 
space. 
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Rang the nalcolm Sargent Fund. The secretary promised £25 for 
clothing and £13 car tax allowance which she would send by f i r s t c l a s s 
post that day. I telephoned Pirs. Kendall to l e t her know. 
Ueek 3. Shardon had to be admitted to the ward. Her white blood c e l l 
count was very low and she was running a temperature. A lar:ge encru-
stat ion on har l i p wes getting worse and because there might have been 
a fungal infect ion underneath she would have to go to theatre and have 
i t removed. Because of the high r i s k of infect ion I only put my head 
round the door and said hello to Sharon. Or. Jonas and I spoke with the 
parents and they asked about the r i s k s involved. Ha told thara that there 
ware r i s k s with any surgery and in her condition they ware sonawthat 
higher. She would ba given plate lets before tha operation and blood 
would ba available during tha operation. Tears were near tha surface for 
both parents and they dare not ask any more questions; thay said that 
they would not t a l l Sharon unt i l the morning of the operation. They 
went away to have a cup of coffee and to talk together. 
The scabs were removed under a l o c a l anaesthetic because there were 
problems with the plate lets . Hr. Kendell took three days leave and spent 
the time with Sharon in hospital . She was drowsy for most of tha time 
and f a i r l y demanding of attention when she was wide awake. Her parents 
looked strainad and although thay keept a cheerful facade up in front 
of Sharon they were very worried. 
U/eek 3. C l i n i c a l l y there was progress this week and Pir. and Mrs. 
Kendall continued to try to j o l l y Sharon along but she remained low and 
despondent. Towards the end of the weak I raised th i s with nrs . Kendall 
and suggested that maybe I could help Sharon. Ue both agreed that 
Sharon may not be able to face her worst fears with those nearest to 
her. During the following week nr. Kendall would be back at work 
and nrs . Kendall had to work f u l l tima so i t might ba an opportune 
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moment f o r me to spend more time w i t h Sharon. 
Uieek 4. Monday morning. Sharon was alone, l y i n g on her bed f u l l y 
dressed but w i t h her head turned to the w a l l . I sat down i n the v i s i t o r ' s 
cha i r and we had a few b r i e f exchanges o f words but there was obviously 
something wrong and I waited q u i e t l y u n t i l Sharon f e l t l i k e t a l k i n g . 
A f t e r a l i t t l e whi l e she r o l l e d over w i t h tears i n her eyes and t o l d me 
tha t her ha i r had begun to f a l l o u t . UJe ta lked about how she had f i r s t 
r e a l i s e d t h i s and what the i m p l i c a t i o n s would be. At l a s t Sharon was able 
to c ry about everything and spoke about whether or not the treatment was 
worth i t . She would be ba ld , other c h i l d r e n would laugh a t her, she would 
not be able to go swimming and she would not be able to go to her unc le ' s 
wedding. I raised the p o s s i b i l i t y o f her wearing a wig and tha t i f she 
would l i k e me to I would ask Dr. Jonas to s ign the form that day. She 
feared that i t might blow o f f i n the wind so i t was . important to have 
one tha t f i t t e d . Although her nose and upper l i p were be t t e r than they 
had been they s t i l l looked ra ther u n s i g h t l y , iiie ta lked about whether she 
might wear a hat which had a l i t t l e v e i l so tha t nobody a t tha wadding 
would no t i ce , but we decided that that would be "too o l d fashioned" and 
that there was s t i l l time fo r i t to hea l . Later that day I made arrange-
ments f o r the wig to be ordered and the hairdresser promised to take 
samples round f o r Sharon to t ry on. 
Tuesday. A much happier g i r l t h i s morning and f o r the f i r s t time during 
t h i s admission she was asking when sha could go home. She decided to 
tape record her chat w i t h Or. Jones whan he d i d h i s round and then her 
parents would know exact ly what he said about her discharge, uhen I 
passed by during the af ternoon she t o l d me tha t the houseman had said 
that she should not use her tape recorder when Dr. Jones was i n her 
c u b i c l e so she 'had t o l d him where he got o f f which showed that there 
was some f i g h t coming back. 
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Wednesday. Mrs* Kendall was s i t t i n g w i t h Sharon but they were not 
speaking because Sharon had nothing to say. There was a twinkle i n her 
aye which was another s ign of emotional progress. Later that day she 
went home* 
tJaeks 5-8* A month a t home w i t h weekly v i s i t s f o r blood tests and i n t r a -
venous treatment. Previously Sharon had had t ab le t s and because of her 
horror o f needles (made worse by the f a c t tha t she has poor veins so 
i t i s very d i f f i c u l t f o r tha doctors to get i n t o one) she became grad-
u a l l y more opposed to having treatment. Her parents became more s t ra ined 
and were f r equen t ly i n touch w i t h the ward, querying what was being 
dona. I t was obviously time to take stock o f the s i t u a t i o n . 
Or* Jones and I saw the parents together and we spent more than 
an hour reviewing the problems* He explained why i t was necessary to 
have such a r igorous treatment plan but said that i f a f t e r a sensible 
t r i a l period i t was f e l t tha t the treatment was worse than the disease 
then there may come a po in t when a decis ion has to be made not to 
cont inue , n r . Kendall asked how long Sharon would l i v e and was t o l d 
weeks but j ;ust how many could not be predicted* Dr. Jones said that 
i f t h i s decis ion has to ba taken he would be the one who made i t but i t 
would only be w i t h the i r agreement. Ue then talked about Sharon's 
depression and how we might be able to help w i t h that* I t would be 
possible to give her anti-depressants but since ue bel ieved t h i s to be 
a normal reac t ive depression I was more i n favour of t r y i n g some i n t e n -
sive casework w i t h her* I f a i t tha t any more p i l l s were going to add 
to the h o s t i l i t y to being treated and tha t these should be deferred a t 
leas t fo r the time being. The parents were agreeable to me seeing 
Sharon f requent ly over a snort period of time and said that they would 
l i k e to ask Sharon i f she wanted to take p a r t . Sharon said that she 
would and I arranged to go round the next day. 
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ujeeks 9-10. The cont rac t tha t Sharon and I made was that we should 
have s ix sessions on a d a i l y basis where poss ible , and that the con-
tent of our discussions was c o n f i d e n t i a l to us but tha t she could 
share w i t h her parents or anyone else any matter which she f e l t that 
she would l i k e t o . The only person tha t I would speak w i t h would be 
Or. Jones because he and I were pa r t o f a team but i f there was any 
matter which she d id not want to be mentioned to him she would say so. 
Session 1, Sharon looked i l l and d i d not say very much. We spent 
some time t a l k i n g about leukaemia and what i t was (no t mentioning the 
word cancar) and how i f a f f e c t e d the blood c e l l s . This lead us on to 
t a lk about treatment and what the various drugs were doing. Although 
she hates the treatment and e spec ia l ly having a d r i p put up she would 
never refuse to have i t done. She c r i e d when she was saying t h i s and 
said that she never wanted to leave mummy and daddy, Uery gent ly I 
pressed her on why she thought tha t she may have to leave mummy and 
daddy but she said that she d id not know and we l e f t the subject 
there . I mentioned the p o s s i b i l i t y of having a home teacher and she 
was very keen f o r me to f i n d out i f she cou ld . 
Session 2. Tomorrow i s Uncle Jimmy's wedding day so we spent much of 
our time today planning what she would wear and what she would ea t . 
She d id not have a l o t of i n fo rma t ion about the event i t s e l f e i t he r 
because she i s not given i t or because she does not r e t a i n very much 
of what i s said to her. ide used t h i s s i t u a t i o n as an example of 
having things i n l i f e to look forward to and how much th i s nelped 
one along when things ware not going too w e l l . Ue arranged not to 
meet tomorrow because of the wedding but tha t I would come the 
f o l l o w i n g day a t 2. p.m. 
Session 3, A l l the ch i ld ren were a t home recover ing from the day 
b a f o r e i Sharon had enjoyed the day but had bean s ick i n the evening 
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which had ra ther s p o i l t th ings . The teacher had been round tha t 
morning and had arranged to s t a r t working w i t h Sharon next week. In 
many respects t h i s was g iv ing Sharon a very o p t i m i s t i c message of not 
wishing her to f a l l behind w i t h her school work wh i l e she had t h i s 
i l l n e s s . I used i t as a way i n to t a l k about her f u t u r e education and 
to say that t h i s was only a temporary measure and tha t we should think 
sometime about a special school i f she d i d not l i k e her recent one 
very much. Sharon t o l d me that she had thought of another th ing to 
look forward to and that was Daddy's b i r thday i n tan days t ime. I 
spoke w i t h Jenny and Paul before I l e f t . Jenny said w i t h considerable 
f e a l i n g tha t she was being sent away f o r tha weekend. Paul and Jenny 
may need some help too. 
Session 4. I had telephoned between sessions and spoken to Jenny who 
had said that Sharon was being s ick and tha t she f a i t s ick too. The 
outcome was that she wanted to have a t a l k w i t h me l i k e Sharon d i d . 
I c leared t h i s w i t h the parents and t o l d her that I would see her 
a f t e r I had spoken w i t h Sharon, uihen I went round I was greeted w i t h 
a beaming smile from Sharon and a caust ic remark about Jenny "being 
on about seeing me a l l morning". I t gave ma an oppor tuni ty to ask i f 
i t was h e l p f u l f o r me to come and t a l k w i t h her. She thought about 
i t f o r a l i t t l e whi le and shrugged her shoulders and said tha t sha 
did not know and w i t h i n minutes we were engaged i n a very earnest 
discussion about death. Sharon spoke of f e e l i n g very f r igh tened of 
dying and when would she know i f she were going to l i v e or d i e , I 
spoke generally about everyone dying and tha t i t was the only sure 
tning i n l i f e and then l inked t h i s i n w i t h the unce r t a in t i e s which 
went w i t h leukaemia, espec ia l ly when she had known other c h i l d r e n 
die of i t and here sha was several years l a t e r s t i l l a l i v e . This 
l i n k e d i n w i t h looking forward, f i g h t i n g and w i l l i n g oneself to 
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keep going . Sharon spoke about how much she hated her ha i r coming out 
and having to wear " tha t t h ing" (she cannot bear to c a l l i t a w i g ) , of 
being s ick so o f t e n and having diarrhoea a f t e r the treatment and whether 
any of i t was worth i t . She i s very impressed a t the moment by the l o c a l 
Fa i th Healer who does not believe i n doctors or medicines or i n j e c t i o n s * 
She said that her fa ther had said that he would never l e t the treatment 
stop but Uncle Frank (the Fai th Healer) said tha t i t was not necessary* 
She asked me what I thought about i t so I said that I would not be 
working a t the hosp i t a l i f I d id not bel ieve i n that way of t r e a t i n g i l l -
ness but that I d id also believe tha t sometimes one had to put one's 
hands i n God's and t r u s t i n Him. Today was the break through* There was 
a new Sharon - cheeky, smi l ing and f i g h t i n g and we had talked about some 
very p a i n f u l and f r i g h t e n i n g areas* 
Session 5. I wondered as I walked up the garden path i f there would be 
a tdithdraual today* I rang the b e l l and opened the door to go up as 
usual and there was Sharon dressed and coming down to meet me* Ue had 
a cup of tea; we discussed t h i s and that and then I reviewed w i t h Sharon 
what we had sat out to do and how much of i t would she be able to share 
w i t h her parents w i t h whom she i s so very c lose . Jenny had t o l d her 
tha t her mother said she uould be t o l d what we had talked about* I 
said that I could not t e l l her because tha t had been pa r t of our bargain 
but I would be very happy about her t e l l i n g them* iiJe had one more 
session so I asked Sharon how she would l i k e to use i t . She said that 
she would l i k e to come and see me i n my o f f i c e and tha t her fa ther said 
ha would b r ing her down* I got out my d ia ry and suggested a time and 
asked her i f i t would be convenient. 
Session 6* Sharon came wearing the new c lo thes which the Plalcom Sargent 
Fund had sent money f o r and "the th ing" which she said was the wrong 
colour and would have to ba changed. She t o l d her fa ther to w a i t i n 
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the w a i t i n g room and w i t h a wink ha meekly d i d as he was t o l d . Once 
ins ide Sharon t o l d me that she was going to a c t u a l l y speak to David 
Soul and we both agreed tha t tha t r e a l l y was something super to look 
forward t o . 
bjeaks 11-14. The weakly treatment continued but i t began to gat i n -
creas ingly d i f f i c u l t to f i n d a useable vein and i n the l a s t week thay 
f a i l e d to do so and i t was agreed tha t i t would have to be done under a 
general anaesthet ic . Sharon was very upset by tha trauma of t h i s and was 
r e f u s i n g to speak to tha fami ly again , n r s . Kendall was having bad 
migraines and there was m a r i t a l s t r ess . I o f f e r e d to go and see them a t 
home. In sp i t e o f what har parents had said Sharon was i n good s p i r i t 
and although she was fad up ' w i t h always being mucked around' as she 
c a l l e d i t and said that the doctors should have been able to do i t she 
dismissed the event qu i t e casually and then went i n t o raptures about how 
marvellous was David Soul and how ha had sat next to her and asked her 
about her treatment and when he went he kissed her good-bye and said 
'God b l e s s ' . She was going round next door f o r tea w i t h tha e l d e r l y 
couple who looked a f t e r har while, her parents wera a t work. By t h i s 
time, n r . and nrs . Kendall had returned from work. The stress of the 
l a s t few weeks had r e a l l y b u i l t up and tha r e l a t i o n s h i p between the 
two o f them was very s t ra ined , ny presence seemed to ac t as a c a t a l y s t 
and thay r e a l l y l e t f l y a t each other which perhaps needed to happen. 
I t focussad on small things l i k e use of the car , who s l ep t w i t h who 
and that he never took her out w i t h o u t tha k ids or the dog. I t also 
tended to be predominantly one way but n r . Kendall d i d come back a t 
his w i f e mora than ha i s usual ly supposed to do. 
'Je looked a t the s t ress , the constant fear of death w i t h which 
thay l i v e d and t he i r own g u i l t f e e l i n g s about being angry w i t h Sharon 
when she w i l l not smile at them or euen speak a t t imes. At tha moment. 
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moment she i s very much a mummy's g i r l and Mrs. Kendall f i nds t h i s 
d i f f i c u l t and wishes she would become a daddy's g i r l which i s what ha 
wants. They know that t he i r marriage w i l l su rv ive ; i t i s long estab-
l i shed and they f e e l the basis i s s t i l l sound, but they both confess 
to i t going through the roughest patch thay have ever known. They said 
that i t helped to t a l k and I thought i t was no bad th ing to have a con-
f r o n t a t i o n to c lear the a i r and help communication. Hrs. Kendall was 
tense, vulnerable and t e a r f u l . She fears tha t a l l the anxiety may make 
her a p sych ia t r i c case l i k e her f a t h e r . Mr. Kendall i s s i l e n t and very 
withdrawn and t h i s , i n f a c t , may be even more concerning, 
Ujeek 3 5. Sharon came i n to have her bone marrow tes t done under an 
anaesthetic and whi le she was under the in f luence of i t a d r i p was going 
to be set up f o r her i n j e c t i o n s , I went i n t o the cub ic le j u s t as the 
houseman was about to s t a r t the i n j e c t i o n s ; Sharon was very upset and 
p ro t e s t i ng f a i r l y s t rongly about having i t done. She said that she had 
a pain i n her arm but , i n f a c t , .he had not done any th ing . 
Hrs, Kendall was holding Sharon's .hand and n r . Kendall was stand:-
ing on the other side of the bed. I t a l l became too much f o r f i r s 
Kendall who began to c r y . Ua took her from the bedside and sat her i n 
an easy chai r on the other side of the cub ic l e and l e t her weep. She 
was a t the end of her tether and she j u s t l e n t agains t me and c r i e d , 
Dr. Kendall wanted her to brace herse l f but I persuaded him that she 
needed to cry so r e l u c t a n t l y he l e t her be. He stood by Sharon and 
kept glancing a t h is w i f e . Uhen she had stopped c r y i n g I went over to 
him and very q u i e t l y suggested that he gave her a hug. I t was the most 
therapeutic th ing that he could have done and was perhaps the f i r s t 
time he had demonstrated any a f f e c t i o n f o r h is w i f e f o r qu i te some time. 
Later they t o l d me that during tha t a f ternoon they had gone to bad 
together f o r a l i t t l e w h i l e . Pleantime I held Sharon's hand, the nurse 
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held her arm and the houseman got on w i t h the i n j e c t i o n s . I t o l d Sharon 
t h a t she c o u l d grumble a t him, oven p u t her tongue out a t him and he 
would not mind. In f a c t , she r a l l i e d c o n s i d e r a b l y and began to make 
jokes as w e l l . Mrs. Kendall had stopped c r y i n g and was q u i t e composed 
again so I asked her i f she was ready to come back. She took Sharon's 
hand and I withdrew. Mr. Kendall f o l l o w e d me o u t o f the c u b i c l e and 
spoke again about i t a l l g e t t i n g them down and the s t r e s s makes him w i t h -
draw i n t o h i m s e l f so t h a t he cannot glue much much sup p o r t to h i s w i f e . 
I s a i d t h a t they both vary much needed each o t h e r ' s support and a f f e c t i o n 
and i f t h a t c o u l d be kept alix/e than they might be abl e to f i n d enough 
s t r e n g t h to s t r u g g l e on, but we d i d a l l r e a l i s e how g r e a t a burden they 
were being asked to c a r r y . At the end o f the day Sharon went home. I 
telephoned next morning and she was s t i l l i n the throes o f the p o s t 
treatment sickness and di a r r h o e a and f e e l i n g wretched. 
liJeek 16. The cancer s p e c i a l i s t came f o r h i s r e g u l a r s i x weekly c l i n i c 
and he. Dr. Jones and I had a d i s c u s s i o n about the s i t u a t i o n . The prog-
nosis i s l e s s good, there i s the ongoing d i f f i c u l t y caused by Sharon's 
poor v e i n s , the drugs are g i v i n g some very unpleasant s i d e e f f e c t s and 
the f a m i l y s t r e s s i s c o n s i d e r a b l e . Ue ware doing a l l we cou l d to minimise 
t h i s b u t knew t h a t t h i s c o u l d be o n l y m a r g i n a l and t h a t to a f a m i l y 
a l r e a d y worn by years o f coping w i t h t h i s i l l n e s s , t h e i r emotional 
s t r e n g t h i s ebbing. When we r a i s e d these p o i n t s w i t h the p a r e n t s , Hrs. 
Kendall s a i d , "uihat you are saying i s making me panic i n s i d e , " Both 
parents were s t i l l i n c l i n e d towards t r e a t m e n t a t whatever p r i c e . A 
compromise s i t u a t i o n was suggested t h a t an a r t e r y would be a t t a c h e d to 
a v a i n to blow i t up f o r the i n j e c t i o n s and t h a t a monthly regime o f 
increesed dosage should be t r i e d . uJe were g e t t i n g r e g u l a r g r a n t s from 
the i^alcolm Sargent Fund to help w i t h the f i n a n c i a l burden and were i n 
the process o f n e g o t i a t i n g s p e c i a l e d u c a t i o n a l f a c i l i t i e s f o r Sharon. 
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I n the case o f the e d u c a t i o n ua had seemed to be g e t t i n g nowhere i n 
t r y i n g to meat Sharon's unusual and q u i t e c o n s i d e r a b l e needs, when o u t 
o f the blue one day I had had a *phane c a l l from the teacher uiho ran 
the s p e c i a l teaching u n i t housed i n one o f the l o c a l s chools, Sharon's 
homa teacher worked there f o r the o t h e r h a l f o f the day and had spoken 
to him about Sharon's f e a r s o f m i x i n g w i t h o t h e r c h i l d r e n and he thought 
t h a t t h i s u n i t c o u l d h e l p . 
Ueek 17, I v i s i t e d the U n i t and spoke w i t h the teachar p s y c h o t h e r a p i s t . 
N e i t h e r Or, Jones nor I knew of the U n i t ' s e x i s t e n c e b u t we thought i t 
would h e l p Sharon and so d i d the p a r e n t s whan they v i s i t e d . The admin-
i s t r a t i v e procedures ware i n i t i a t e d b u t Sharon s t a r t e d a t t e n d i n g the 
U n i t l o n g before they wera completed because the teacher d i d n o t mind 
ducking under tha red tape when i t got i n the way o f meeting needs. I t 
was planned t h a t t h i s would be a t r a n s i t i o n a l stage i n the move i n t o 
s p e c i a l s c h o o l i n g and t h a t i t was l i k e l y t h a t Sharon would s t a r t a t the 
school f o r p h y s i c a l l y handicapped c h i l d r e n i n the f o l l o w i n g term. 
UJeek 18» The plans to l i n k an a r t e r y w i t h a v e i n ran i n t o problems o f 
blockage and a f t e r the second at t e m p t i t was decided t h a t i t was f u t i l e 
to persevere and t h a t tha treatment would have to be g i v e n under anaas-
t h e t i c which pleased Sharon. Both she and her parents were f e e l i n g much 
more on top o f the s i t u a t i o n , D u r ing t h i s week I t o l d them t h a t 
a l t h o u g h they may sea me around next year I would be vary much a p a r t 
time s o c i a l worker and they r e a l l y d i d need to have access to somebody 
who was around a l l the time. They asked a l i t t l e b i t about what I 
s p e c i f i c a l l y d i d and expressed the normal r e l u c t a n c e to having a change, 
n r s , K e n d a l l , i n p a r t i c u l a r , s a i d how h e l p f u l i t had been to have had 
somebody who had a f a m i l y h e r s e l f and who was o l d e r and to whom she had 
bean a b l e to pour o u t her woes, Ue looked g e n e r a l l y a t Johnson's 
q u o t a t i o n "no change i s made w i t h o u t inconvenience even from worse to 
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b e t t e r " and I spake o f the advantages which my c o l l e a g u e had i n t h a t 
she was more f a m i l i a r u i t h acuta c o n d i t i o n s and being younger than ma 
would probably be a more a p p r o p r i a t e worker f o r Sharon* I arranged the 
t r a n s f e r i n t e r v i e w f o r the f o l l o w i n g week and a l s o wrote to a l o c a l fund 
to t r y to gat soma mora money towards keeping t h e i r car on tha ro a d . 
Uleek 19« J o i n t t r a n s f e r i n t e r v i e w i n which I o u t l i n e d the work we had 
attempted, the ma t t e r s t h a t were o u t s t a n d i n g and what problems seemed to 
be on the h o r i z o n . Hr, and Hrs. Kendall ware a b l e to r a i s e t h a i r appre-
hensions to changing worker b u t now having met my successor were able to 
a p p r e c i a t e some o f what she c o u l d o f f e r to the s i t u a t i o n , n r s . Kendall 
t o l d her t h a t she had been a b l e t o r e l a t e t o me because I was o l d e r and 
perhaps a l s o because I was the f i r s t s o c i a l worker who had done a n y t h i n g 
to help them* However, they ware very gl a d to c o n t i n u e having s o c i a l work 
a s s i s t a n c e and recognised t h a t d u r i n g the p o s s i b l y s h o r t - l i v e d time o f 
t h i n g s going r e l a t i v e l y w e l l , i t was the r i g h t time t o maka the change-
ov e r , 
( u i h i l e X was w r i t i n g the f i n a l c h a p t e r and n e a r l y two years a f t e r 
I had worked w i t h the f a m i l y and n e a r l y a year sinca I had done the 
research i n t e r v i e w , Hrs. Kendall t e l e p h o n e d me a t c o l l e g e . 9 i e wanted t o 
be the one to t e l l me t h a t Sharon had d i e d , and t h a t a l t h o u g h they f e l t 
very sad she thought t h a t they had been able t o face the end ca l m l y 
because they had been given so much support when they had most needed 
i t . She e x p l a i n e d t h a t a l t h o u g h t h e r e had been two s o c i a l workers s i n c e 
i t was the work done before t h a t which was so i m p o r t a n t to them now. I 
asked her i f she c o u l d e x p l a i n t h a t . She s a i d she c o u l d not r e e l l y 
except t h a t I had been there when they needed i t and gave them s t r e n g t h 
to l o o k a t what thay had not dare face. I t was t h i s which had k e p t her 
going and she knew she c o u l d s t i l l keep going.) 
